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The current study explored the stories of 25 participants who had lost an
immediate loved one to a terminal illness one or more years ago. Through the lens of the
retrospective storytelling heuristic of Communicated Narrative Sense-Making Theory
(CNSM, Koenig Kellas, 2018), participants told their bereavement stories. Findings
revealed seven themes of significant meanings, values, and beliefs that defined
bereavement experiences which led to the development of a framework of three main
types of stories told in bereavement which all centered on time: Past, Present, and Future.
These stories reflected what was important to participants in their bereavement, such as
honoring their loved one’s legacy, time spent together, and/or helping others. They
pointed to the ways in which end-of-life care (e.g., palliative care and/or hospice) may
influence the processes of meaning-making that they engage in. Specifically, those who
identified having had access to end-of-life care felt more comfortable and confident
talking with their families about death, grief, and bereavement than those who did not. It
also impacted the approach that participants took toward seeking bereavement support to
help make sense of their experiences. These findings indicate the influence of barriers to
health care on bereavement sense-making processes while extending theorizing on
bereavement stories and communication more generally. The implications of these results

are discussed, along with future directions for bereavement, narrative, and health equity
research.
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CHAPTER ONE: WARRANT
Introduction
When someone is diagnosed with a terminal illness, families are deeply affected,
yet research on family communication at the end of life does not always reflect this.
Rather, researchers have tended to focus on families and caregivers in relation to the
needs of those who are dying, especially in terms of physician interactions, end-of-life
planning, and final conversations (Keeley & Generous, 2017; Keeley, 2016; OmilionHodges & Swords, 2017; Roscoe & Tullis, 2015). Entering bereavement and having to
adjust to major changes spurred by the death of their loved one can bring about poor
physical and mental health, system changes, and overwhelming grief to families,
especially family caregivers (Hudson, Remedios, Zordan, Thomas, Clifton, Crewdson,
Hall, Trauer, et al., 2012; Toller, 2008, 2011; Toller & Braithwaite, 2009).
One fundamental way that families come to make sense of and communicatively
cope with their loved one’s illness and end-of-life, their bereavement, and their grief is
through telling stories (Bosticco & Thompson, 2005a, 2005b; Gillies & Neimeyer, 2006;
Koenig Kellas & Trees, 2006). Stories provide a window into family communication and
family culture, particularly in the midst of difficulties such as illness and death (Koenig
Kellas & Trees, 2013). Thus, the stories that families tell at and about their loved one’s
end-of-life and their own bereavement reveal much about who they are and how they
make sense of loss. Their stories may provide insight into how families communicate
during serious illness, death, and bereavement; they may also shed light on how families
cope with unique challenges associated with bereavement and grief upon a loved one’s
death (Koenig Kellas, 2018).
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Families, family stories, and family communication are also key components of
formal end-of-life care services such as palliative care and hospice. These kinds of
services aid families as they transition from caregiving to bereavement. Palliative care
and hospice aim to improve quality of life for both individuals who are dying and their
family members (Center to Advance Palliative Care, CAPC, 2020). End-of-life services
often support families by providing resources for enhancing family communication and
coming to terms with loss. Thus, at their best, end-of-life services can prepare families to
cope and support one another beyond the termination of physical or medical care. There
is growing recognition nationwide about the immense value in centering family as a part
of the care unit, as well as the need to address the struggles that accompany end-of-life
and bereavement (National Hospice and Palliative Care Organization, NHPCO, 2018).
The expanding scope of end-of-life services may account for recent surges in referrals to
and use of palliative care and hospice; yet the extent to which they address the needs of
families is still to be fully recognized (Billings & Pantilat, 2001; Hui, Elsayem, De La
Cruz, Berger, Zhukovsky, Palla, Evans, Fadul, et al., 2010).
Not all families have the opportunity to benefit from these institutionalized endof-life care services, despite their increasing prevalence (CAPC, 2020; NHPCO, 2018).
Palliative care and hospice services are overall both (a) generally misunderstood and
underutilized (Aoun, Rumbold, Howing, Bolleter, & Breen, 2017) and (b) especially
unavailable to historically marginalized populations including Black, Indigenous, and
Persons of Color (BI&POC) (Abdollah, Sammon, Majumder, Raznor, Gandaglia, Sood,
Hevelone, Kibel, et al., 2015; Ornstein, Roth, Huang, Levitan, Rhodes, Fabius, Safford,
& Sheehan, 2020; Stajduhar, Giesbrecht, Mollison, Dosani, & McNeil, 2020).
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Researchers across numerous disciplines have emphasized the value of end-of-life
services, and especially bereavement support, for families going through a loved one’s
terminal illness, but there are gaps in our understanding of what end-of-life and
bereavement look like for families when they do not or cannot access those services.
Currently, we know that there are inequities between numerous populations in
their access and use of palliative care and hospice services, particularly for those who
have been historically and systemically pushed out of from which formal medical
institutions stem (Feagin & Bennefield, 2014). Many researchers have illuminated
differences in health outcomes between BI&POC individuals and Whites, people living
in more rural areas and residents of metropolitan regions, and those with lower incomes
versus those with more wealth (Abdollah et al., 2015; Giesbrecht, Stajduhar, Mollison,
Pauly, Reimer-Kirkham, McNeill, Wallace, Dosani, & Rose, 2018; Nayar, Qiu,
Watanabe-Galloway, Boilesen, Wang, Lander, & Islam, 2014; Stajduhar et al., 2020).
The literature that exists on these immense obstacles to accessing end-of-life care
focuses significantly on the patient. Some researchers have begun to address the impact
of end-of-life health disparities on families due to the aforementioned awareness of their
important role in end-of-life (Dillon, Roscoe, & Jenkins, 2012; Hanchate, Kronman,
Young-Xu, Ash, & Emanuel, 2009; Roscoe & Schonwetter, 2006). Without increased
formal support from physicians and other providers delivering end-of-life and
bereavement care, family members may be suffering from both a lack of physical
resources (e.g., comfort-inducing medications) and resources that facilitate effective
family communication, storytelling, and coping. Communicated Narrative Sense-Making
theory (CNSM, Koenig Kellas, 2008) also posits that links exist between meaning-
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making (stories and storytelling) and health and well-being. Without the resources that
end-of-life programs often offer to make meaning of their experiences in death and dying,
grief, and bereavement, family health and well-being may too be at risk. Scholars have
also recognized the importance of informal community resources that have emerged in
the absence of formal end-of-life care (Horsfall, Leonard, Noonan, & Rosenberg, 2013;
Neighbors & Jackson, 1984; Rosenberg, Horsfall, Leonard, & Noonan, 2018).
Acknowledging these, the benefits of formal end-of-life and bereavement services should
be available to any who need or want them – including family members supporting and
subsequently mourning their dying loved ones – without enormous effort to overcome
vast barriers that stand in the way of accessing them.
We know that families can benefit from access to palliative care and hospice
services (Wittenberg, Goldsmith, Ragan, & Parnell; Wittenberg-Lyles, Goldsmith,
Ragan, & Sanchez-Reilly, 2010), though we do not yet have a clear picture of how those
services may facilitate family communication, including narrative sense-making in their
bereavement. The purpose of this thesis project is, first, to understand the ways in which
immediate family members tell stories to make sense of their bereavement, and second,
to further explore how, if at all, access to and experience of end-of-life services impact
the content and meaning of those stories.
Using CNSM theory’s (Koenig Kellas, 2018) retrospective storytelling heuristic, I
argue that the stories that family members tell of their end-of-life experiences and
bereavement may reveal meanings, values, and beliefs which are important to their
grieving and coping. The ways that end-of-life services like palliative care and hospice
aid in facilitating sense-making and storytelling (through various resources and offerings)
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may then impact the ability that family members have to frame their stories in ways that
facilitate meaning-making and coping. After building this argument, I propose my
research questions for conducting a qualitative exploratory study of family members
bereavement stories and EOL services. In Chapter Two, I describe the study methods and
explain my narrative thematic analysis and cross-case data analysis processes. In Chapter
Three, I present the study findings. I conclude with Chapter Four and a discussion of the
implications to practice and theory, and future directions emerging from this important
work.
Family Communication at the End-of-Life and Into Bereavement
Scholars conducting research on the end-of-life consistently emphasize that
communication at the end of a terminal illness experience can be as important and
necessary for loved ones left behind as it is for those who are dying (Keeley, 2016).
Specifically, Maureen Keeley’s work on final conversations has been foundational in
understanding the role of communication and relational processes for families navigating
terminal illness, grief, and bereavement. Keeley (2007) defined final conversations as “all
the moments of talking, touching, and spending time with those who are dying” (p. 2).
She asserted that forms of communication in the final weeks, days, or moments with a
loved one who is dying can help family members. According to Keeley (2007), the
interactions that allow families to gain peace of mind may look like expressions of love
and connection, talk that eases tensions stemming from questions of individual or
relational identity, validation of spiritual or religious beliefs, relational maintenance
through everyday talk, and/or addressing difficult issues in relationships. For some
families, this may mean that nothing is left unsaid between loved ones; for others it may
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be a time for them to come to a shared understanding of their relationship; and in others it
may even mean the recognition of the value of things left unsaid or paths toward
estrangement (Keeley, 2007; Scharp & Curran, 2018; Scharp & Hall, 2019).
Keeley’s final conversations illustrate the valuable role of certain forms of
communication on end-of-life outcomes, including the well-being of bereaved family
members. This is because final conversations may lead to fewer feelings of confusion,
discomfort, or inadequacy in the process of caregiving. This approach may help families
feel more secure as they must make the inevitable transition into bereavement (Keeley,
2007). As previously mentioned, engaging in final conversations takes various forms
which are enacted as communication behaviors such as conversational openness,
perspective-taking, and storytelling. In the process of enacting this communication,
family members must navigate the tensions that emerge from decision-making,
disclosure, and the management of other important matters within and beyond the family
unit (Petronio, 2018). The contributions of communication scholars in this area
demonstrate how communication behaviors (e.g., openness, perspective-taking, privacy
management) are key to understanding how final conversations and other types of end-oflife communication can facilitate or negatively impact coping for bereaved families.
Numerous unique challenges emerge for family communication in the face of
bereavement, or the period following death of a loved one. We know that family
connections do not end with the death of a loved one from terminal illness. Despite the
significant role that family often plays in the dying process, bereaved family members
often lack resources to help them learn how to live without their loved one. Specifically,
meaning-making and coping resources that assist their grieving as individuals, and within
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their family units (Keeley, 2016; Toller & Braithwaite, 2009). Rosenblatt (2002) stated
that daily family life, especially family communication, may be deeply influenced and
changed by bereavement. Paige Toller has helped to shape our understanding of
bereavement in her work with parents and couples facing the loss of a child (e.g., Toller,
2005, 2008, 2011; Toller & Braithwaite, 2009). For example, Toller (2008) examined
how bereaved parents experienced dialectical tensions that impacted their parenting and
extended relationships. Specifically, she found that parents’ identities were challenged by
the tensions of feeling like “a parent without a child to parent” (Toller, 2008, p. 311) and
like “I’m an Outsider-I’m an Insider” (p. 312). Bereaved parents had to engage in
immense levels of emotional labor in order to communicate within and beyond their
families to negotiate these identities. In this negotiation process, Toller and Braithwaite
(2009) found that marital relationships could be impacted by dissimilar or incoherent
grieving, spurred by such tensions in identity and communication. Different
communication processes appeared to contribute to participants managing their marital
relationships as “together” (similar grieving) or “apart” (dissimilar grieving). Toller’s
work on bereaved parents’ communication provides significant evidence of the changes
and challenges that Rosenblatt (2000) pointed to in bereavement.
In addition to Toller’s important work, scholars in and beyond the field of
communication have contributed to the literature on family bereavement experiences.
Basinger, Wehrman, and McAninch (2016), for example, explored complexities
associated with choices that families made regarding communication with outsiders about
their bereavement experiences. Using communication privacy management theory (CPM,
Petronio, 2018), they found that families often viewed information surrounding death and
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grief as private. Families created rules in order to manage that information, and violations
of rules could incite turbulence within the family and with outsiders. Carmon, Western,
Miller, and Pearson (2010) also examined communication patterns and grief reactions
among participants’ families. They found that family conversation and conformity
orientations may explain feelings and communication of families following the death of
an immediate family member. The authors discussed how increased conversation
orientation, or the family’s tendency to encourage unrestrained interactions about many
topics, including death, could predict personal growth, or the process of becoming more
forgiving, compassionate, hopeful, and tolerant of others (Koerner & Fitzpatrick, 2002;
Hogan, Greenfield, & Schmidt, 2001).
Our understanding of family communication in bereavement is still limited to
these few studies. While researchers in other fields, like psychology, also continue to
connect bereavement to family communication (see Gillies & Neimeyer, 2006;
Neimeyer, 2005), there are still many gaps in our understanding of the true nature of
bereavement for the surviving family members. One area of family bereavement
communication that has rarely been studied yet may reflect great detail on the nature of
bereavement is storytelling or narrative sense-making. Current theories of communicated
sense-making (e.g., CNSM, Koenig Kellas, 2018) may shed light on family
communication in bereavement, and also may lead to a more nuanced understanding of
factors that aid or disrupt storytelling in the face of loss and grief.
Family Stories and Storytelling as Means of Coping in Bereavement
The death of a member is one of the most challenging experiences that families
are faced with in life (Rosenblatt, 2002). Following experiences with a loved one’s
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terminal illness such as cancer, bereavement and the corresponding grief yield new
difficulties as family members transition from caregivers and support systems to
unknown roles and relationships. They must learn what life looks like without their
parent, sibling, spouse, or child. Frank (1995) wrote that terminal illness, the dying
process, and loss are extremely disruptive to the daily experiences, communication, and
overall life stories of the families experiencing them. Family communication largely
determines grief and bereavement experiences (Basinger et al., 2016; Carmon et al.,
2010; Toller, 2008, 2011). While humans are naturally inclined to tell stories and make
meaning out of the difficulties they come up against across their lifetime (Fisher, 1987),
serious disease and death can uniquely impact the degree to which families are able to
make sense because they inflict damage on the family’s sense of identity and temporality
(Frank, 1995). After all, the present reflects illness, dying, and bereavement, which do
not match what most families had imagined as their future. A family’s future can be
nearly impossible to imagine without their loved one around (Frank, 1995), yet they must
continue on somehow.
In other words, in the face of loss, people can struggle to form and tell coherent
stories. Research on retrospective storytelling suggests that the stories that we hear and
tell, especially in our families, can have significant and lasting impacts on our lives
(Koenig Kellas, 2018). Stories framed positively and coherently are often linked to higher
levels of individual and relational well-being (Koenig Kellas, 2018). If the stories lack
coherence, they may inhibit the development of meanings, values, and beliefs that may
assist coping with the challenges of death (Baxter, Norwood, Asbury, Jannusch, &
Scharp, 2012).
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Koenig Kellas and Trees (2013) reviewed the functions of narratives in families
which facilitate such positive outcomes to individual and family sense-making and wellbeing. While we do not know as much about what bereavement stories look like, which is
part of the aim of this study, these functions could reveal more about bereaved families
and provide insight into the functions of bereavement stories themselves. According to
Koenig Kellas and Trees (2013), the first of these functions is that stories affect and
reflect identity. Thus, stories can be used to recreate and re-envision a sense of family
identity after profound loss. Koenig Kellas (2005) discussed how jointly told family
stories can facilitate the development of a shared understanding of what family means
and how families communicate. Families that framed their stories in terms of
accomplishment or appreciation were more satisfied than those that framed their stories
in terms of stress. Koenig Kellas also revealed that “self-in-other” statements (who the
individual is, in relation to the family) and identifying as “storytelling families” were
positively associated with family satisfaction and functioning (Koenig Kellas, 2005). In
the midst of various challenges to both individual and family identity, family stories may
be instrumental to (re)defining identity after loss.
Coping is another primary function of stories and storytelling (Koenig Kellas &
Trees, 2013). When stressful or sorrowful events like terminal disease or death happen,
people rely on stories to cope and gain understanding. Pennebaker, Mayne, and Francis
(1997) found that “What people say about loss not only reflects their psychological and
emotional state but may also aid them in coping with the event” (p. 863). The stories
developed and shared within grieving families offer the opportunity to organize, make
sense of, and establish coherence out of the chaos accompanying death and grief (Koenig
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Kellas & Trees, 2013). Pangborn (2019), for example, illustrated the significance of
narrative resources for teens and their families in her work with grieving adolescents at a
summer bereavement camp. In the study, she found that providing teens and their
families “an invitation to reflection” (Dewey, 1980, p. 46) and creating a space wherein
they were free to share their storied reflections were key steps to facilitating coping,
connection, and meaning for all involved (Pangborn, 2019). When the teen’s stories
focused on “the multiplicity of voices invited and transparently shared, when individuals’
unique identities are affirmed, and when all involved are willing to be affected by the
experience of connecting”, stories told by bereaved teens and family members helped
them to make sense of and cope with their loss in the short- and long-term (Pangborn,
2019, p. 107).
In her theory of Communicated Narrative Sense-Making (CNSM), Koenig Kellas
(2018) argues for the power of storytelling amidst difficult experiences such as terminal
illness, death, and bereavement. She sought to shed light on how the act of storytelling
and the substance of stories may relate to individual and relational health, well-being,
sense-making, and coping. CNSM is guided by three heuristics: retrospective storytelling,
interactional storytelling, and translational storytelling (Koenig Kellas, 2018; Koenig
Kellas & Kranstuber Horstman, 2015). Koenig Kellas (2018) presented seven
propositions stemming from these three heuristics; I will focus on Proposition 1 of
retrospective storytelling in this study.
The retrospective storytelling heuristic of CNSM is based on the assumption that
stories we hear and tell, especially in our families, can significantly impact our beliefs,
values, behaviors, and even overall health and well-being (Koenig Kellas, 2018). The
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focus of retrospective storytelling is on the content of the stories that people hear and tell
over the course of their lives. Proposition 1 is: “The content of retrospective storytelling
reveals individual, relational, and intergenerational meaning-making, values, and beliefs”
(Koenig Kellas, 2018, p. 65). Retrospective storytelling within families about end-of-life
and bereavement may bring to light meanings, values, and beliefs that they hold as they
go through upheavals in their identity and relationships. Bosticco and Thompson (2005a,
2005b) reviewed the roles that narratives and storytelling play in family grieving systems.
Based on the work of Sedney, Baker, and Gross (1994), they found that the story of death
often contains multiple stories and is co-constructed based on each family members’
specific viewpoints and beliefs about their experiences.
Thus, according to CNSM theory, the content of stories told by families may
provide insight on what those viewpoints and beliefs are (Koenig Kellas, 2018). The
types of stories told in bereavement may indicate what happens within the family as they
grieve and cope. I intend to approach this study from CNSM’s theoretical perspective and
to make use of the retrospective storytelling heuristic’s Proposition 1 in order to capture
the stories of bereavement from families who have lost an immediate member (i.e.,
parent, spouse, sibling, or child) to terminal illness. By focusing on the content of these
stories—and the meanings, values, and beliefs that they reveal—I hope to further
illustrate what the end-of-life and bereavement stories, meaning-making, and coping
processes look like. Thus, my first research questions are:
RQ1: What are the meanings, values, and beliefs in the telling of family members’
bereavement stories?
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RQ2: How, if at all, do the meanings, values, and beliefs reflect types of stories
told by bereaved family members?
Benefits of End-of-Life Care Services to Bereaved Families
Proposition 1 of CNSM’s retrospective storytelling heuristic indicates that stories
formed in the midst of difficulties can also shed light on the external influences impacting
stories (and thus meanings, values, and beliefs within them) (Koenig Kellas, 2018). For
example, if someone tells a story of their illness journey, they will likely illustrate
struggles that they went through in communicating with doctors or nurses, which
influence their overall journey and ability to cope with their illness experience. End-oflife care services may be one outside influence that is beneficial to families in ways that
transform the content of end-of-life and bereavement stories. Specifically, the
bereavement and grief resources that are available for family members have been shown
to reap numerous benefits for those who use them (Aoun, Breen, White, Rumbold, &
Kellehear, 2018; Aoun, Breen, Rumbold, Christian, Same, Abel, & Ewen, 2019;
Rumbold, Lowe, & Aoun, 2020). However, while many families may benefit from these
services, disparities in their use persist. Inequities in end-of-life services may further
disrupt the organization, development, and resulting content of family stories. In short,
end-of-life care should affect and be reflected in family members’ bereavement stories
(see Wittenberg-Lyles et al., 2010).
There are a variety of approaches to end-of-life health care in the United States.
Of these, palliative care and hospice are two of the most widely known services that
individuals and their loved ones make use of when facing serious illnesses (Kuehn, 2011;
NHPCO, 2018). Thus, in the current study, I define end-of-life services as being

19
comprised of hospice and/or palliative care. There comes a time at the end of a terminal
illness, whether it be days, weeks, or months, when curative treatments such as
chemotherapy or surgery are no longer effective in overcoming disease. Upon receiving
such news, many individuals and their families struggle in transitioning from hoping to
cure disease to emphasizing care, comfort, and quality of life in the time left together
(Koenig Kellas, Castle, Johnson, & Cohen, 2017). Palliative care and hospice programs
were founded as services to aid in this transition. These programs also can be useful to
families once bereaved, especially those who lose their caregiving roles and must make
sense of loss and support one another (Breen & O’Connor, 2011). End-of-life care
programs achieve this through a philosophy of broad care for both individuals with
terminal illness and their families. They focus on pain and symptom management,
interdisciplinary and collaborative support, and aiming to provide the greatest quality of
life into death and beyond (CAPC, 2020).
Despite shared goals and often being lumped together under the umbrella of endof-life services, palliative care and hospice are not the same. The most significant
distinction between them is the frame of time that they may be employed. Palliative care
can be utilized alongside curative treatments and/or upon ending curative treatment
modalities; formal hospice care is only available upon a terminal diagnosis and the
suspension of treatment that actively targets the disease (CAPC, 2020; NHPCO, 2020).
According to Tullis, Roscoe, and Dillon (2017), the programs are connected by the
framework of comfort across all dimensions of quality of life. Hospice and palliative care
are both supposed to espouse individualized programs of care through communicating
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with terminal patients and their families, but institutionalized limitations exist in how
care and quality of life are established (Tullis et al., 2017).
End-of-life services, namely these hospice and palliative care programs, have
been found to bring numerous benefits to those who utilize them. Individuals and families
offered end-of-life care are supposed to have access to a variety of resources for the
mounting physical, emotional, and relational needs spurred by serious illness and death,
for all those involved. Interdisciplinary teams comprised of physicians, nurses, social
workers, chaplains, therapists, and volunteers are made available to attend to the
challenges of terminal illness and dying (NHPCO, 2019). According to Bruera & Hui
(2010), palliative care aims to provide proper diagnosis and treatment of pain and an
overall more gradual transition into care leading up to death. Such physical benefits of
pain and symptom management are an important aspect of patient quality of life; there is
also evidence that palliative care and hospice services provide further benefits to patients,
caregivers, and families in the forms of communication, coping, and psychological wellbeing (Kristjanson & Aoun, 2004). In turn, these benefits may aid in facilitating both
end-of-life family communication and bereaved family’s story development as they
grieve and cope, though less research exists on this function.
The NHPCO has defined standards for bereavement practices that encourage
programs to provide care for families for a minimum of 13 months following the death of
a patient. In doing so, the NHPCO acknowledges the extensive and long-lasting impacts
of death on family functioning (NHPCO, 2000). Dr. Robert Neimeyer’s work with
bereaved people provides some insight into the important ways that these bereavement
services, such as grief counseling and bereavement groups, may be particularly useful for

21
making meaning of and learning to cope with the death of a close family member. For
example, Neimeyer, Holland, and Currier (2006) asked more than 1,000 diverse
participants who were recently bereaved to complete a questionnaire in which
participants filled out the Inventory of Complicated Grief (ICG) and questions regarding
their sense-making, benefit-finding, and the circumstances surrounding loss. In their
findings, researchers emphasized the role of meaning-making as an important adaptation
in bereavement. Their results indicated that sense-making emerged as the most robust
predictor of adjustment to bereavement for those participants whose family members or
friends had died in the past two years. Finding benefits of experiences with death, dying,
and bereavement, was also revealed to be an important part of the grief process that often
goes unaccounted for (Holland et al., 2006). Bereavement follow-up is a core function of
both hospice and palliative care, and efforts (or lack thereof) to provide meaning-making
or benefit-developing resources may result in varied outcomes for bereaved families
(Hudson et al., 2012).
Interdisciplinary care teams are at the heart of end-of-life and bereavement
services. Their roles demonstrate the significance of resources for individual and family
bereavement support, communication, and sense-making. In particular, social workers
and grief or bereavement coordinators facilitate communication across end-of-life and
bereavement processes in order to address the needs of all involved, especially families
facing loss (Aoun et al., 2017; Blacker & Deveau, 2010). With families as a part of the
care unit of these care services, the goal is to prioritize their grief and coping processes in
order to achieve higher quality of life for the entirety of the care unit. Social workers and
bereavement coordinators provide extended bereavement care through a variety of
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means, including education, counseling, advance care planning, bereavement screenings
and grief counseling, and/or bereavement support groups, written resources, and other
forms of sense-making and family education (Blacker & Deveau, 2010; Kang, Hoehn,
Licht, Mayer, Santucci, Caroll, Long, Hill, Lemisch, Rourke, & Feudtner, 2005).
Much research is still being conducted regarding the most effective ways to
address and offer bereavement services (Aoun et al., 2018, 2019; Rumbold et al., 2020).
Aoun and colleagues (2018) indicated that not all bereavement services may be perceived
as helpful or necessary for those with access to end-of-life care services. In a survey of
506 bereaved relatives of individuals with terminal illnesses, Aoun’s team found that
participants at higher levels of physical or psychological risk (i.e., disease or distress) due
to their bereavement benefitted most from formalized bereavement services like grief
counseling, social workers, community groups, and beyond (Aoun et al., 2018) Many of
these benefits can come from greater focus on sense-making experiences.
From this review of the benefits provided by end-of-life services in the United
States, it is clear that (a) formal palliative care and hospice programs prioritize families
and their communication throughout end-of-life and bereavement, (b) this
communication is augmented by numerous actors across various roles within the
interdisciplinary care teams that lie at the core of these services, and (c) that these can
function in conjunction to propel both individual and family bereavement experiences
when focusing on sense-making and positive grieving processes. Thus, it seems that
families who receive quality end-of-life services may have a head-start in narratively
making sense of their dying and bereavement, which may contribute to longer term
adjustment and well-being outcomes.
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Unfortunately, the benefits stemming from these services are only possible when
people have the opportunity to access and actively choose to use them. While the
percentage of end-of-life care programs has nearly tripled nationwide in the past decade,
the Center to Advance Palliative Care has stressed that: “Despite this growth, barriers in
access to palliative care remain. Millions of Americans with serious illnesses do not yet
have access to palliative care” (CAPC, 2018). The same seems to be true of bereavement
services. Aoun and colleagues (2018), for example, found that less than half of bereaved
participants in their study had received any follow-up bereavement outreach or support
and that over time the services were deemed unhelpful or simply disappeared (Aoun et
al., 2018). Barriers to end-of-life care and bereavement support aimed at providing sensemaking and coping resources are deeply rooted across multiple levels, leading families to
less access, availability, and desire to make use of them when facing loss and grief.
Barriers to Family Bereavement Care in End-of-Life Services
Having reviewed potential benefits stemming from formal end-of-life services of
palliative care and hospice, it is vital to recognize the problematic ways in which access
issues prevent individuals and families from getting end-of-life care, and consequentially,
bereavement support. In a 2006 review of the present status and future directions of
hospice and palliative care access, Drs. Lori Roscoe and Ronald Schonwetter (2006)
explored major barriers to end-of-life care across five different levels: societal,
organizational, professional, family, and individual. Their review supports much
interdisciplinary work on barriers to end-of-life care (Abdollah et al., 2015; Boag, Suresh,
Celi, Szolovits, 2015; Enguidanos, Kogan, Lorenz, & Taylor, 2011; Hanchate et al.,
2009; Hui et al., 2010; Krakauer, Crenner, & Fox, 2002; Nayar, Qiu, Watanabe-
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Galloway, Boilesen, Wang, Lander, & Islam, 2014; Ornstein et al., 2020). Across each
level, barriers of avoidance and stigma, unavailability of programs and health disparities
permeate and have led to inequities in end-of-life care, especially for families of
historically marginalized identities. Notably, these kinds of inequities are inconsistent
with the bioethical principle of justice that end-of-life services like palliative care and
hospice have based their philosophy of care on since their establishment (Thomas, Quinn,
Butler, Fryer, & Garza, 2011).
First, even when people are aware of end-of-life services like palliative care and
hospice, the willingness to take part in them may be mitigated by deeply rooted stigmas
about what end-of-life care is, should, or can be. In a study on the exchange of
information about dying between husbands and wives, Hinton (1981) found that a
common reaction to a terminal illness prognosis was “the almost automatic response to
communicate hope and encourage the patient to fight the disease” (p. 342). Here, Hinton
(1981) captured the avoidant tendencies that emerge in discussing terminal diagnoses,
dying, death, and grief across diagnosed individuals, families, physicians, and society.
Negative individual, family, and physician perceptions of end-of-life services are often
innately connected to larger societal views on death and dying, especially seeing them as
taking away their control and “giving up” on loved ones who are sick and dying (Fadul,
Elsayem, Palmer, Del Fabbro, Li, Poulter, & Bruera, 2009; Rhondali, Burt, WittenbergLyles, Bruera, & Dalal, 2013). Despite the potential advantages of end-of-life services,
the perspective shift from “cure” to “comfort care” is often a last resort for physicians
and care providers, melding the societal stigma with organizational resistance and
barriers. Shen & Wellman (2019) found evidence that these beliefs can be a major barrier

25
to the referral and utilization of palliative care services by medical providers, patients,
and families alike. In the midst of their pain and suffering, families who do not receive
these services may continue to suffer more in their bereavement (Stajduhar et al., 2020).
Another significant barrier to care is the limited education or information-sharing
between physicians, patients, and their families, which can lead to unavailability of endof-life care services. It is uncommon for doctors to explicitly bring up palliative care or
hospice services upon diagnosis—this may stem from the aforementioned avoidance and
stigma associated with them (Caprio, 2016). However, discussing the option of carebased (not cure-focused) programs at diagnosis can impact the individual’s and family’s
perspectives on eventually utilizing such end-of-life services, especially bereavement
care that addresses their illness experiences and losses. In reviewing the availability and
use of palliative care and end-of-life services for pediatric oncology patients, Johnston
and colleagues found that only 6% of providers openly discussed palliative care at
diagnosis (Johnston, Nagel, Friedman, Meza, Hurwitz, & Freibert, 2008). Physicians can
both be uninformed themselves and/or reluctant to offer information about comfort-based
care, which may result in late or no referrals to utilizing quality end-of-life care (Caprio,
2016). Without referrals from physicians to end-of-life care, it is nearly impossible for
patients and their families to access the resources and services that exist.
Third, end-of-life services are often unavailable due to geographic location. Hui
and colleagues (2010), for example, examined the availability and integration of
palliative care services at care centers in the United States. They found that while most
cancer centers surveyed had some type of palliative care program, the scope of services
provided varied widely, as did the integration of palliative care in cancer care or hospice
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services for patients and families (Hui et al., 2010). According to Ferris and their team
(2009), the availability of care programs is often based on their physical locations and the
extent to which they are able to offer multiple levels of care (due to shortage of trained
providers or size of facility overall) (Ferris, Bruera, Cherny, Cummings, Currow,
Dudgeon, JanJan, Strasser, von Gunten, & Von Ruenn, 2009). More rural areas and
smaller programs tend to be financially constrained in end-of-life care than those in
metropolitan areas, let alone services for bereavement and family care upon a patient’s
death (Hui et al., 2010). Kelley, Sellick, and Linkewich (2003) supported this trend in
their study, revealing that living in a rural area was a major barrier to receiving effective
end-of-life care based on less access to providers, geographic isolation, issues with
transportation, lack of funds, and limited diversity of culture and age. While programs for
end-of-life care have expanded nationally in recent years, there is still a long way to go in
terms of how they are actually provided to those who need them and in their scopes of
service.
Finally, physical barriers to these types of programs, such as isolation, are often
linked to a number of larger health disparities. Health disparities are broadly defined as
“systemic, plausibly avoidable health differences adversely affecting socially
disadvantaged groups” (Braveman, Kumanyika, Fielding, LaVeist, Borrel, Manderschied,
& Troutman, 2011, p. S149). A growing number of scholars have recognized and
documented disparities in both access to and use of hospice and palliative care across
individuals of varying residency statuses, socioeconomic statuses, and races (Abdollah et
al., 2015; Boag et al., 2015; Born, Greiner, Sylvia, Butler, & Ahluwalia, 2004; Coustasse,
Quiroz, & Lurie, 2008; Enguidanos et al., 2011; Wachterman & Sommers, 2021). Nayar
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and colleagues (2014) found significant associations between the county of residence,
race/ethnicity, and socioeconomic status (SES) of elderly lung cancer patients utilizing
formal palliative care or hospice services. Those individuals who were Black, Indigenous,
or People of Color (BIPOC), those living in more rural areas, and those of lower
socioeconomic status were most likely to experience lower quality end-of-life care. They
were least likely to have ever used any type of palliative or hospice service, and they
were found to have lower access overall to systems that provided end-of-life care in the
final days of a sick person’s life, and in family bereavement (Nayar et al., 2014). In a
2013 report, the Institute of Medicine also found that there are major barriers to end-oflife care among people who are of lower socioeconomic status, have been marginalized
due to race or ethnicity, lack health insurance coverage, or are older (Institute of
Medicine, 2013).
Looking back to Roscoe & Schonwetter (2006)’s organizing framework of
societal, organizational, professional, family, and individual barriers that lead to major
barriers to access and utilization of hospice and palliative care, it is clear that much more
needs to be done to bring about equitable access to end-of-life and bereavement care for
those who are suffering great loss. The barriers that I have discussed are interrelated, due
to a variety of societal and structural elements that have grown over time which have
caused gaps to appear between those who can access end-of-life services and those who
are unable to (Diez Roux, 2012; Phelan, Link, & Tehranifar, 2010). The obstacles that
accompany accessing palliative care and hospice are systemic in nature. They include but
are not limited to economic structures such as capitalism, restrictions on payment and
insurance, and for-profit medicine; political and legal factors such as racism and the
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historic exploitation of marginalized populations in the field of medical care; geographic
origins, isolation, and distancing between populations, and so on (Diez Roux, 2012;
Feagin & Bennefield, 2014; Stajduhar et al., 2020). There are no easy approaches to
solving the inequities that have resulted from a reliance on these systems that
fundamentally serve some people more than others. However, researching the benefits of
these services, including the potential lasting benefits for family members as they
navigate their bereavement, is important empirical evidence for combatting barriers and
for advocating their widespread access and use. By analyzing the content and functions of
bereaved family members’ stories, we may be able to more clearly see how families
making sense of death and dying are impacted by access to end-of-life services and learn
more about their experiences with (or barriers to) receiving end of life and bereavement
services.
Conceptualizing Bereavement Stories and Reconceptualizing Bereavement Services
Limited access to end-of-life programs such as palliative care and hospice can
result in families having far fewer resources for coping in the midst of the immensely
difficult experience of losing a family member to a terminal illness. Communicated
narrative sense-making (Koenig Kellas, 2018; Koenig Kellas & Kranstuber Horstman,
2015) and family communication during bereavement may indeed be facilitated by the
access that patients and their families have to formal end-of-life care and the numerous
levels of physical, emotional, spiritual, and relational support that they provide. Care for
family caregivers is a focus of end-of-life care philosophy yet has only recently been
studied in depth through the lens of communication. Elaine Wittenberg and her team’s
(2010) research on family illness narratives and palliative care laid a foundation for
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understanding the communicative challenges and possibilities in the face of terminal
illness and death. Specifically, Wittenberg-Lyles, Goldsmith, Ragan, and Sanchez-Reilly
(2010) discerned three narrative journeys that terminal patients and families experience in
relation to their access to palliative care resources in end-of-life. The isolated, rescued,
and comforted journeys are narratives focused on the levels of formal care available to
families, and how it impacts the family’s communication, sense-making and well-being
at the end of life.
First, an isolated journey is characterized by an acute lack of family
communication about the terminal illness and the end-of-life process. Families focus
solely on biomedical treatment without employing hospice, palliative care, or other endof-life care services. Wittenberg-Lyles and others (2010) did not distinguish between
those who did not choose end-of-life services and those who were unable to access them,
but still found that regardless, an absence of formal care significantly impacted end-oflife experiences. Barber (2013) supported the idea of the isolated journey by finding that
a lack of social support and communication within cancer care can be detrimental to the
physical activity, self-efficacy, and quality of life of dying individuals and their
caregivers. Families on isolated journeys were likely to experience threats to family
communication and well-being due to a lack of medical and social support that end-oflife services provide.
Individuals and families can be “rescued” from the aforementioned isolated
journey when they obtain or access some type of end-of-life care (palliative care or
hospice) and transition from a focus on biomedical cures to treatment centered around
care (Wittenberg-Lyles et al., 2010). This rescued journey occurs when there is a referral
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to a care program for end-of-life services, either suddenly or planned in advance.
Productive experiences and opportunities for greater communication and sharing of
stories emerge as the prognosis is acknowledged by all members. Education about endof-life and bereavement are provided to the dying individual and their families. A team of
staff is available to help address issues that may have emerged when the family was on an
isolated journey (Wittenberg-Lyles et al., 2010). Bereavement services may be available
to families on the rescued journey but may not be fully engaged in because of other
priorities, such as transitioning from the isolated journey or caregiving.
Finally, families on comforted journeys are characterized by open awareness and
communication, rather than the more closed nature of communication in isolated and
rescued journeys. Hospice, palliative care, and other end-of-life services are put in place
and the multidisciplinary, collaborative community of both professionals and family
members are involved in the end-of-life process. They work together to “talk about what
they know and understand the illness, voice their concerns, ask questions, and engage in
decision making as members of the healthcare team” (Wittenberg-Lyles et al., 2010, p.
308). The comforted journey was defined as the acknowledgement of needs for open
communication and treatment focused on quality of life.
Wittenberg’s research demonstrates that certain approaches to end-of-life care
that are involved in the comforted journey, like hospice and palliative care, may improve
this communication along with physical, emotional, and relational health and well-being
for all those involved (Wittenberg-Lyles et al., 2010). In their 2021 book Caring for the
Caregiver: Palliative Care Communication and Health Literacy, Wittenberg, Goldsmith,
Ragan, and Parnell combine their knowledge of family journey narratives with a deeper
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look at those family caregivers who deal with the burdens of illness. The authors address
the many costs and obstacles associated with caregiving at any point during chronic
illness, especially when faced with many of the barriers I have previously discussed in
end-of-life care. In doing so, Wittenberg and her colleagues examined family illness
narratives about caregiving and developed four caregiver profiles based on family
communication patterns: Manager, Carrier, Partner, and Lone caregiver. Wittenberg et
al.’s (2021) findings emphasized the need to further address and support families on
various types of journeys, with access to palliative care resources leading them to take on
these respective roles (Wittenberg et al., 2021).
The family illness narratives developed by Wittenberg and her teams are helpful
frameworks for approaching the study and conceptualization of the narratives of bereaved
families. Wittenberg-Lyles and her colleagues (2010) focused primarily on the caregiving
process at the end of life, but their family illness narratives may extend into family’s
bereavement experiences. There is still much to be uncovered about the unique
experiences of bereavement and grief. Specifically, we still know little about family
bereavement sense-making and communication, which are important to the overall wellbeing of those families who are left behind (see Holland et al., 2006; Keeley, 2016;
Roscoe & Tullis, 2015; Tullis et al., 2017).
While we have seen that many obstacles to accessing end-of-life care persist, the
current picture of family illness narratives—isolated, rescued, and comforted—ends at
death (Wittenberg-Lyles et al., 2010). Bereavement is a missing and important part of the
illness experience for families left behind because it is unavoidable. Understanding what
bereavement stories look like for families and in what ways their stories may be affected
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by end-of-life care, is a logical next step in caring for caregivers. When bereaved families
are left to make sense of their experiences with death and loss, their access to and
utilization of end-of-life care and the benefits they provide (e.g., counseling, bereavement
support groups, etc.) may be important parts of that process. However, if they do not have
access and are left to endure an isolated journey in bereavement as well, the degree to
which they are able to narratively make sense of and cope may suffer (Dillon & Roscoe,
2015).
In collecting these family bereavement stories, I hope to capture any connections
that exist between disparate access to end-of-life care services and the ways that families
communicate and make sense of their bereavement. If these services are as helpful to
family coping and meaning making as they aim to be, families that cannot or do not
utilize them may have very different health and communication experiences than those
who do. Therefore, my final research question guiding this study is:
RQ3: What, if any, patterns emerge between bereaved family members’ story
types, as it pertains to access and use of end-of-life care (e.g., hospice
and palliative care)?
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CHAPTER TWO: METHODS
Recruitment and Participants
Over the course of nearly two months, I recruited participants purposively to
focus in on the storied experiences of bereaved immediate family members (Devers &
Frankel, 2000). Guidelines for participation stipulated that individuals in the United
States and over 19 years must have had an immediate family member (e.g., spouse,
sibling, parent, or child) who died due to a terminal illness at least one year prior to their
interview. As an aim of this study was to explore the stories of bereaved families with
varied uses of end-of-life care services, I recruited participants whose family members
had experienced a variety of illness backgrounds. During my recruitment, I was
committed to connecting with participants whose loved ones and families had varying
end-of-life care, including professional formal care (e.g., palliative care and/or hospice)
and less formal care outside of medical institutions (e.g., family caregiving, religious
groups, community centers, etc.). According to Tracy (2019), this kind of maximum
variation sampling can help ensure that the voices of often marginalized individuals and
populations become central to the data being collected.
I recruited these participants in multiple ways, recognizing and planning for the
potential impact of the COVID-19 pandemic on my recruitment efforts and participant
access, availability, and willingness. My primary recruitment occurred online.
Specifically, I posted my recruitment script on Reddit discussion boards per approval
from board moderators and social media posts on my own and other acquaintances’
personal Facebook and Instagram profiles. Reddit discussion boards proved particularly
ripe for recruitment and I was approved to post in dozens of threads such as r/hospice,

34
r/CaregiverSupport, r/FamilyCancerSupport, and beyond. Many of my participants were
also able to connect me to family members or others in their own personal networks who
met participation criteria. This snowball sampling strategy was vital because it expanded
my recruitment of individuals with diverse illness and end-of-life service experiences,
many of whom are often difficult to reach by way of established organizations or contacts
(Lindlof & Taylor, 1995).
In total, I interviewed 25 individuals (N = 25) who had lost an immediate family
member to terminal illness in the past. Participants ranged vastly in their demographics:
the average age of participant was 43.8 years (SD = 12.9 years); most identified as
white/Caucasian (n = 20) with four participants identifying as Black/African American (n
= 4), and one (n =1) participant identifying as biracial/multiracial. Due to the Zoom
interview format, participants lived throughout the United States (e.g., California, New
York, Colorado, Ohio, Texas, etc.). Their educational, career, and socioeconomic
backgrounds spanned high school graduates to doctorates, and they came from religious
backgrounds across Christian and Jewish traditions, as well as agnosticism and atheism.
Although all participants had lost at least one immediate family member to a
terminal illness, those relatives and their illnesses also varied widely in demographic and
relational factors. Various cancers made up a majority of illnesses that were discussed (n
= 18), along with COPD or pulmonary fibrosis (n = 3), heart disease (n = 3), and immune
disorders (n = 1). The 25 participants interviewed reflected sample sizes for similar
qualitative, exploratory research (Root, 1998; Soliz, Cronan, Bergquist, Nuru, &
Rittenour, 2017). I had reached theoretical saturation by interview 17 (Saunders, Sim,
Kingstone, Baker, Waterfield, Bartlam, Burroughs, & Jinks, 2018), but I continued data
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collection up to interview 25 to ensure that my findings held true across stories from
individuals with vastly varying backgrounds and experiences, as described above.

Procedures
Upon receiving IRB approval for the study and recruitment of participants, I
began to post and follow up with individuals who volunteered to participate. First, I
established contact with participants via email to set up a time for their online semistructured interview. After establishing interview date and time, I sent a link to a short,
secure Qualtrics survey (see Appendix C) that prompted participants to provide informed
consent (see Appendix B) then collected individual demographics, family background,
and experiences (or lack thereof) with end-of-life care services in the context of the
family member we would be discussing. As previously mentioned, palliative care and
hospice services are often not fully understood or defined for patients and their families
(Caprio, 2016; Zimmermann et al., 2016). I created the pre-interview survey with aims to
clarify and explain end-of-life care in order to help participants recognize and distinguish
which, if any, services they or their family used in their illness or bereavement
experiences. My overall goal was to gather information from participants while
simultaneously establishing shared language and understanding of what would be asked
of them during the interview. Participants completed the Qualtrics survey prior to logging
into the scheduled Zoom interview, ensuring that they had provided informed consent
and could reach out to me with any questions or concerns.
I conducted semi-structured interviews with each participant, lasting an average
of 78.5 minutes (SD = 25.2 minutes) Semi-structured interviews encourage personal and
intimate encounters through a flexible script which features “open, direct, verbal
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questions… to elicit detailed narratives and stories” (Whiting, 2008, p. 36). As I have
situated this study in CNSM Theory (Koenig Kellas, 2018), I structured the interview
protocol as a narrative interview to generate participants’ detailed story about their family
member’s terminal illness and their bereavement experiences (Riessman, 2008).
Specifically, I developed the semi-structured interview protocol to position myself as an
active participant jointly constructing narrative and meaning in lines with Riessman’s
(2008) process of narrative inquiry and narrative thematic analysis (see Appendix D).
Accordingly, the consistent yet flexible script elicited narrative accounts that allowed for
interviewees’ complex viewpoints and nuanced perspectives to be fully heard and
acknowledged while allowing me freedom to pursue other topics that arose along the way
(Tracy, 2019).
All interviews took place over Zoom as necessitated by the current COVID-19
pandemic. Technologically-mediated interviews promised opportunities to hear the
stories of participants who live outside of the immediate area and have varying
experiences with end-of-life care based on their geographic location (Tracy, 2019). All
interviews were video- or audio-recorded through Zoom for transcription and data
analysis purposes and stored in a secure Box folder, in accordance with the study’s IRB
approved procedures.
Data Analysis
In total, the 25 interviews resulted in 774 double-spaced pages of transcribed data
that served as the basis of my analyses. Upon transcription, I removed all identifying
information linking participants to their interview responses and assigned numbers to
each participant. I began the analysis process by reviewing the transcripts that Zoom had
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generated and correcting any mistakes or problems with them. Additionally, this review
allowed me to begin reading through each participants’ interview to gain holistic
understanding and note important ideas and connections within them.
To begin answering Research Question 1 on the meanings, values, and beliefs in
participants’ bereavement stories, I analyzed the transcripts using Braun & Clarke's
(2006) thematic analysis guide. Thematic analysis is a widely utilized method in
qualitative analysis as it provides for theoretical flexibility and wide application across
the numerous elements contributing to the experiences that families have inside and
outside of the healthcare system, in particular palliative care services. Koenig Kellas (in
press) argues that the analysis of Proposition 1 of CNSM theory might be guided both by
general thematic analysis, such as Braun and Clarke (2006) where multiple meanings,
values, and beliefs are identified in themes that occur throughout stories or using
narrative thematic analysis (Riessman, 2008) in which the story is analyzed as a whole to
identify story types. I used both strategies.
First, following the six-phase guide developed by Braun and Clarke (2006), I
established themes, or meaningful patterns in the data, that answered my study’s first
research question in a holistic, deep, and complex manner. I began by familiarizing
myself with and immersing myself in the data. This entailed reading through all
transcripts multiple times and taking notes on potential ideas of interest. Initial codes
were developed from these notes, which I then used to organize the interview data into
meaningful groups (Braun & Clarke, 2006; Miles, Huberman, & Saldana, 2014). With
this full list of codes from the data, I analyzed, collapsed, and sorted them into larger
themes. Holding onto all identified themes, I conducted a final review of them in order to
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refine them through two levels. Level one involved looking for a coherent pattern within
each theme, and then I engaged in a similar process in relation to the entire set of data as
the second level of refining. I used Owen’s (1984) relational thematic analysis to bolster
this process, as I employed the standards of recurrence, repetition, and forcefulness of
ideas within the data to evaluate whether it constituted a theme.
Together, these approaches to developing themes from the data have provided
rich, illustrative accounts of participant experiences (Braun & Clarke, 2006; Tracy,
2019). I then took the developed, cohesive themes and continued refining them as I
moved into the process of defining and naming the ‘essence’ of what each theme
captured in the data set and what it contributed to the study overall (Braun & Clarke,
2006). In Braun & Clarke's (2019) reflection on thematic analysis practices, they note
that the process of thematic analysis should be about interpreting and creating, actively
and generatively telling the stories of participant experiences. As such, my thematic
analysis captured “the researcher’s role in knowledge production is at the heart” of it all
(Braun & Clarke, 2019, p. 594).
In analyzing Research Question 2, I read through the transcribed content of
participant stories using Riessman's (2008) approach to narrative thematic analysis.
Importantly, narrative scholars “keep a story ‘intact’ by theorizing from the case rather
than from component themes (categories) across cases” (Riessman, 2008, p. 53). I treated
each participant’s interview as a unit of analysis, paying attention to what participants
explicitly said and the ways in which they constructed their stories across the entirety of
the interview. I continued to read through the transcripts and began to conceptualize the
ways in which participant stories fit or did not fit with prior literature.
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Rather than approaching the narratives from an inductive or deductive
perspective, my analysis followed suit with Timmermans and Tavory's (2012) suggestion
that qualitative researchers should be sensitized by previous research, while remaining
open to surprising or unexpected findings. In this way, the analysis of my narrative data
was largely abductive, in that I used sensitizing theory and research from various areas of
end-of-life and bereavement communication (e.g., Keeley, 2016; Toller, 2005, 2008,
2011; Toller & Braithwaite, 2009; Wittenberg et al., 2021; Wittenberg-Lyles et al., 2010).
However, in the narrative thematic analysis, I also allowed the data to inform in new and
interesting ways, if and when applicable. As family bereavement stories and end-of-life
care services are a relatively novel context, abductive reasoning promised a useful tool to
approach it with. In RQ1, I aimed to investigate Proposition 1 of CNSM (Koenig Kellas,
2018) by looking at the meanings, values, and beliefs within participants’ retrospective
story content. As I will further discuss, this thematic analysis resulted in numerous
themes which I used to guide my narrative thematic analysis (Riessman, 2008) to develop
story types that brought meaning to the patterns in the data between the themes.
In order to answer Research Question 3, regarding potential implications of
participant access and use of end-of-life care services on meaning-making, I gathered the
data both from the pre-interview Qualtrics surveys and the story types I developed out of
my narrative thematic analysis for RQ2. I then used Miles, Huberman, and Saldana's
(2014) steps to conduct a cross-case data analysis (see Koenig Kellas et al., 2008). Crosscase data analysis is a method of analysis involving the exploration of themes,
similarities, and differences across participants (individual cases) so as to reveal
potentially meaningful patterns and connections between them (Miles et al., 2014). As

40
can be seen in the cross-case data matrix (see Table 2), I treated each participant’s
transcript as a case and separated them by their varying end-of-life service use
(whether/not they utilized services, which services they used). I then evaluated the cases,
coding them by (a) end-of-life care experience, and (b) story type (as defined by results
of narrative thematic analysis). Based on the way these data aligned, I placed the cases in
a 3 by 3 matrix that displays the patterns depicted in the interview data (Miles et al.,
2014). Within the patterned groupings, I re-read the transcripts to look for further
commonalities, themes, and types that were significant to answering my research
questions (see also Koenig Kellas et al., 2008, 2017).
Upon reaching theoretical saturation and developing a set of findings through
these data analysis processes, I conducted a virtual data conference with peers and
colleagues with backgrounds in communication studies to help verify my findings
(Braithwaite, Allen, & Moore, 2017). In order to do so, I completed my analysis then
outlined steps of my data collection, analysis, and results with exemplars to illustrate.
First, I presented my data collection and analyses, providing ample opportunity for my
colleagues to ask questions and make comments. We then moved on to discussion of my
results and I received feedback from trusted colleagues and mentors to apply to the
ongoing development of my project (Braithwaite et al., 2017). As a result of the data
conference, I was able to clarify and elaborate on themes for RQ1 that served as the
foundation of my study. In doing so, I was better prepared to launch into the further
analyses of participant stories. Chapter Three will include the findings of these analyses
in order to further demonstrate bereavement stories and connections to end-of-life care.
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CHAPTER THREE: FINDINGS
The goal of this study is to examine the narratives that bereaved individuals tell
upon the loss of an immediate family member and to understand how those stories might
be shaped by access to end-of-life care. In Chapter One, I synthesized existing literature
surrounding end-of-life and bereavement communication, storytelling, and formal end-oflife support services (e.g., hospice and palliative care). In Chapter Two, I detailed my
methods for recruiting and interviewing 25 participants, as well as analyzing the semistructured narrative interview data. In Chapter Three, I will now present the findings of
my analyses in response to my proposed research questions.
Overall analyses revealed that bereavement stories in the current study were
deeply personal, significant, and multifaceted—in line with the grief that all participants
faced in their daily lives. During the thematic analysis of these stories that I conducted to
answer RQ1, I identified seven themes which illustrated the key meanings, values, and
beliefs at the heart of participant narratives. These themes were present across many
participant stories and reflected their main takeaways from their family’s illness and
bereavement experiences. In order to answer RQ2, I used those themes to develop an
organizational system for potential bereavement story “types” based on the ways that
participants emphasized certain themes and oriented them around time. While each
participant told their story in a distinctly individual manner, drawn towards certain
meanings, values, and beliefs, there were similarities across story content that
demonstrated the significance that they placed on the past, present, and/or future of their
families.
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Finally, to answer RQ3, I further analyzed participant survey data and story
content looking for patterns between these story types and access to end-of-life services
for their terminally ill loved ones, as well as for their bereaved family. I identified
numerous connections between care that participants did or did not receive, and their
stories told looking toward the Past, Present, and Future. In doing so, I found that each
subset of participant stories shared defining characteristics which were reflective of and
affected by the care their families had received. I now break down my research question
findings individually, though each build from the prior analyses.
RQ1: Meanings, Values, and Beliefs in Bereavement Stories
In line with CNSM theory’s (Koenig Kellas, 2018) Proposition 1 of the
retrospective storytelling heuristic, RQ1 asked about the meanings, values, and beliefs
that participants wove into the telling of their bereavement stories. Across the 25
participants interviewed, the content of bereavement stories varied greatly based on a
number of demographics (storyteller, terminal illness diagnosis, family, etc.) and end-oflife care factors. However, in initially coding based on Braun and Clarke’s (2006)
thematic analysis process, I established ten themes that illustrated various meanings,
values, and beliefs that seemed to represent the broad takeaways that family members
shared in their bereavement. Following my data conference, I continued to collapse
themes until they were as mutually exclusive as possible. This resulted in a total of seven
themes that conveyed what that participants held as most significant in terms of their
terminal illness and bereavement experiences. These seven themes are: illuminating
identity, honoring dignity, celebrating memories, shifting support, transforming
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expectations, evolving beliefs, and looking out. Each is discussed in detail with exemplars
below.
Illuminating Identity
The first theme, illuminating identity, is defined by the important role that the
deceased family member played in participants’ lives, both as individuals and as a
member of the family. Participants often focused their bereavement stories on painting a
picture of who their loved one was when they were alive in terms of their personality,
values, or other defining characteristics. This also included discussion of the significance
of the loss of a parent, sibling, or spouse on their life and how they were affected by the
loss of that specific relationship. Participants also wanted to have something to help their
families remember and reflect positively back on relationships, memories, and
experiences. In doing so, they affirmed their loved ones and the ways their lives are still
shaped by who their family member was.
For example, Participant 15 highlighted his brother’s defining characteristic of
love for others:
My brother was someone who was always very, very open hearted and
caring. He had a lot of people who he called friends. And so he had the
community, a lot of members of the community, who he could call and
a lot of people who rallied around him a lot of people who came and
showed love and who showed support... in a way that he has always
shown up for a lot of people, right, and so I was able to see people in
many ways reciprocate that (Participant 15, 105-111).
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Many participants noted the strength, independence, and resilience that defined
their deceased family member, noting the impact of their terminal disease while
simultaneously emphasizing traits that made them who they were beyond their illness.
Participant 10 said:
My mom was stubborn and independent… and when her disease kind
of progressed to the point where she had to had to start wearing oxygen
all the time, that was a really hard point for her because cleaning had
become really difficult (155-160).
Another participant emphasized her mother’s communication and temperament as
a means of praising who she was:
I thought of a story I wanted to tell you, because I wanted you to
understand how my mom was. The day, I think it was the day after my
dad passed away, it might have been that night, it was the night after
my dad passed away. It was later that evening, our spouses had all left
and the grandchildren had all left. My mom was there, and my sisters
and I. And my sisters and I were sitting in the living room, and mom
was at the kitchen table, straight shot from the living room. We could
see her in there, smoking a cigarette. And she got on the phone and she
called a friend of hers named [friend], who she had nursed with for
years. And my sisters and I were all sitting out there in the living room
just visiting, and we heard Mom and she said ‘[friend], it’s [Mom],
how are you?’ She said, ‘[Dad] passed away today’, and [friend] was
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getting older herself, and she said, ‘[Dad] passed away’. You could tell
that [friend] couldn't hear what Mom was saying. And about the fourth
time, she said, ‘[Dad] expired!’ And we just laughed and laughed and
laughed at that afterwards, you know, that was very nurse-terms. And
very matter of fact, but that was my mom. That was my mom
(Participant 16, 379-390).
Demonstrating the significance of losing her father and reaffirming the role that
he played on her life, Participant 5 talked about what his death meant to her:
I had been waiting for my adult life with my parents to start. Um,
waiting to you know, start going on those adult trips with my parents.
Starting to you know, really develop that adult relationship. My dad
was my hero, he still is my hero. But like, I feel like if it had been a
couple of years later, it would have, we would have really developed
that adult relationship (128-132).
Finally, physical artifacts were highly valued in the stories that participants told
and often were passed down as a way of remembering who their loved ones were.
Artifacts ranged from prized possessions of the deceased, such as wedding rings and
leather jackets, to photographs, videos, audio recordings, and writings. Participant 23
recounted that:
My mom always loved hummingbirds and butterflies, those two things
I think always remind me of my mom and we always joke that, that
butterfly is probably grandma… one Christmas I told everybody, I
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stopped all of the kids, we had one of these things that I said, I need to
talk to you about something and I, we talked about grandma. We told
her, very much grandma's story. For the adults, my mom's story, and
for the little kids who knew, like my nieces and nephews, who had met
her, they all were able to tell a story. And then we told the little kids
who'd never met her about her, and then each of them got a butterfly
that I had found this lady at a craft show who made butterflies out of
plastic 2-liter bottles. And they were just really cool, they weren’t too
expensive, so I bought like 30 of them to make sure that everyone
could have a butterfly. And we just, it was the first time in years that
we had brought Grandma to Christmas… we talked about that at
Christmas and I just said, you know, we need to remember Grandma,
she loved this (279-296).
The theme of illuminating identity was woven into most every story, dominating
some more than others when participants were deeply grieving the love or contributions
of their loved one. Participants often used this theme to bolster the difficult parts of their
stories and reaffirm who their family member was beyond their disease.
Honoring Legacy
Beyond the time spent describing the significance of the identity of their loved
one, participants also focused their stories on the responsibility that they as individuals
had in respecting the lives that their deceased loved ones had lived. The honoring legacy
theme is defined as a yearning to talk about and act in ways that honored and dignified
their loved one, on the part of the living. These focused on participant actions and
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perspectives, rather than on who their loved ones were. As such, participants recognized
the importance of their loved one’s humanity (i.e., end-of-life care and funeral
arrangement preferences, allotment of possessions) and following through on final
wishes. When participants were unable to convey respect toward their loved ones in
either life or death, they expressed regret and desire surrounding the legacy that they
wanted to build for their deceased.
Participant 11 described how she wanted to understand her mother’s treatment
preferences as they moved into her end-of-life care and death:
When my mom said no [to treatment], I was able to sit with her and see
her say no, I don't want that. It's not something I want. And her friend
was with us at the time, and was able to see that, so I felt a lot that gave
me a lot of confidence going forward. Of how to handle this, knowing
what my mom wants, having a witness to what my mom wants (606609).
In the midst of the uncertainty of disease, dying, and bereavement, participants
emphasized their desire to fulfill the wishes that their loved ones had communicated to
them. Being unable to do so caused anguish to participants, as in the case of Participant 5,
who recounted:
We were sitting around the conference table at the funeral home. And I
said, well, Mom, what did Dad want? She looked at me, she's like,
What do you mean? I'm like, what did Dad want? And she's like, I don't
know. He was, he was, he wasn't supposed to die. And in my head I
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thought, we were given a gift of an extra 12 weeks, but those were not
weeks we were supposed to have based on what all of the statistical
analysis showed us. I didn't say it, in my head, I said to my husband
later that day, and I've said it hundreds of times since. But I'm like, we
were given a gift and you couldn't even find out what he actually
wanted? Because in my head, I would have thought he would have
wanted to be cremated like his parents, because he wouldn't have
wanted us to spend a whole bunch of money on a funeral. But instead,
we got this fancy ass casket and buried him. And I was just like, I don't
think that's what Dad would have wanted (497-508).
On the contrary, Participant 7’s experience reflected meaning and satisfaction that
he found in fulfilling and honoring his wife’s final wishes. He said:
We had a list of her last requests, we got her will set up, I think. So you
know, I feel pretty good, we had about 11 requests and I got them all
done. You know? She wanted her headstone type, she wanted a poem
on it, she'd written a poem and she wanted it engraved. So we did that. I
mean, I'm proud of myself. I got it all knocked out. So I'm glad about
that, I mean, I'm pleased that I didn't waste a chance (542-546).
Overall, participants expressed their personal desire to take on the responsibility
for honoring the legacy of their deceased loved one. Participant 1 illustrated how this
translated to the act of sharing their family’s story in order to do so:
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The man who came over to give us the air mattress was telling me that,
telling us that his grandfather died when he was really little, so he
doesn’t really remember him. But he said that his mom loved to, loved
to talk about his grandpa, grandpa so much that he felt like that he
knew him, that he was part of his life. So much so that when he was an
adult, he ended up changing his last name to his mom's maiden name
because he felt like that's who he was, you know, like and who he
identified with. It kind of resonated with me that, that these stories.
That's why when i started thinking about story sharing, but that our life,
the book of our life is like, lights. You know, that we drop these stones,
and I feel like my mom has left all these lights about who she was
written down, but it's up to me to continue to tell her story, even if it's
really hard because I miss her so much (661-669).
Participants valued being able to take actions in order to respect the humanity and
legacy of their loved one, even beyond their death. Honoring legacy often emerged at the
end of participants’ stories as they discussed what they were doing in bereavement,
beyond just remembering their loved one. They enacted respect and care toward the
memory of their deceased family member and often spent time sharing it with others in
their families or beyond.
Shifting Support
When prompted to tell the story of their family’s experiences with terminal illness
and bereavement, participants emphasized the importance of social support. Specifically,
the presence or absence of support in and outside of their families impacted how they
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made sense of their experiences. Their support roles and their close relationships
fluctuated greatly. Participants conceptualized these social support changes as both
helpful and harmful to coping with the death of their loved ones. In the face of death,
support and family dynamics often changed out of necessity—filling a gap created by the
loved one’s absence. Thus, the theme of shifting support represented how participants
saw themselves as a part of and within (dys)functions of support networks.
For example, adult children often stepped into the roles that their deceased parent
had always played for their families, especially in order to support their surviving family
members. Participant 1 explained:
Suddenly, and because I'm the oldest and the one that lives close to
[Dad], and because of who I am, I knew that I'd have to step into the
mom role, like for a lot of family functions and events and in terms of
organizing things, making sure that things happen or people stay in
touch. Because she was the one that did all the calling, did all the, the,
all of that. And dad has tried... So, I had to step up to fill the mom role,
but my youngest sister who's childless and not married currently, I kind
of feel that she's trying to be a little more grandmotherly… to fill the
void (396-411).
Not all role shifts were recognized as positive. In fact, many saw negative impacts
from duties that they believed should have been assumed by other family members.
Participants who had lost one of their parents tended to be the most explicit about this,
though others who lost siblings and spouses discussed similar negative experiences with
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parents, in-laws, and friends. Participant 6 spoke about the pressure and anger that they
felt because of these shifting dynamics, which resulted in feelings of lesser support:
My dad relied heavily on me for things and I, I was in charge of calling
everyone when she died to tell her family and things that she passed
that day. And um, I was the one who sent out all the invites to her
funeral, and I was the one who scheduled her, you know, and I think
that I didn't know it at the time, but I was mad at my dad, too. Because
I felt like a lot of the things I was doing, he probably should have been
doing. As the other parent/adult, more adult than I was (246-251).
Shifting support also was construed in more helpful ways for caregivers and their
families. While participants did not shy away from the pain brought about by their losses,
Participant 2 talked about the closeness fostered between her surviving siblings in the
face of their grief. She said, “I think, you know, when you lose a sibling, you know you,
you, you hold closer, it brings you much closer to your other siblings” (435-436).
Another participant expressed gratitude for the support systems that were maintained and
even expanded in the midst of illness and bereavement:
Looking back at it and being so grateful for my husband, who was so
helpful and never batted an eye. Never texted me and said, oh, these
kids are driving me crazy and never put any of it back on my shoulders.
And I was able to leave the house, I was able to truly leave the house.
But, so that sticks out a lot to me about that story. Just looking at that
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and being very grateful for our marriage and our relationship
(Participant 11, 166-170).
The experience of having consistent support brought meaning to participants’
lives. Participant 8 recalled that:
I think support is everything. If I didn't have my spouse and his family,
you know, during that I think I would say, I would not have made it
this far. They stood with me and that's what made life worth living for,
for me (283-285).
Participants made it clear that while their family’s support was not perfect, their
attempts at communicating acceptance, understanding, and tangible help were
appreciated.
Finally, support from outside of the immediate family was often brought up—
again, in ways that both helped and hindered their bereavement. Participants valued when
extended family, friends, church communities, and employers showed up for their loved
ones. When they broke promises, were absent, or made comments that were hurtful,
participants told their stories with an emphasis on how relationships changed and ended
as death and bereavement approached. Participant 15 clearly explained this experience
about “the people who didn't show up, and the people who didn't live up to their roles in
the moments when they should have or when they could have”. He noted that “…when it
when it was time to serve, right, when the need was there, [they] didn't show up, [they]
couldn't make it right, [they] had a reason as to why they couldn't step in and assist”
(131-137). Another participant’s employer prompted further anguish and lacked support
for him:
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I went to the ER and I thought she was going to die. And so I called my
boss back, about 6 or 6:30 and said ‘Hey, I’m sorry, but I can’t work
tomorrow’. And she said, ‘Alrighty’, and hung up on me, just like
that… And I was kind of shocked how awful someone could be at that
point (Participant 14, 312-317).
Outside communities, especially those that formed on Reddit or other
online social media sites, were places that participants consistently found
support that they could not attain elsewhere. Specifically, “the Widowers
subreddit, that’s r/widowers, that’s been helpful. I mean, it’s just, you know
people who've been through the exact same thing you have is really, really
helpful” (Participant 14, 607-609). Participant 10 added:
Reddit is a weird place that's always there and you're kind of
anonymous. And there's, there's a couple great threads. There was a
hospice thread and there's a death thread that I still participate in,
because I feel like sometimes I have encouragement or good words to
help other people in that weird time (453-458).
The stories of bereaved family members were shaped by the shifting dynamics of
support systems and relationships during and after their loved one’s illness. This theme of
shifting support was central to the family bereavement story and emerged throughout
illness, death, and bereavement. No family or external support system dynamic looked
the same, but most all participants explored the powerful impact that the shifting support
had on their lives, especially once they entered bereavement.
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Celebrating Memories
Stories were also characterized by moments in which participants were
celebrating memories, which is defined in the data by participants’ focus on spending
valuable moments together with their deceased loved one and as a family, before and
after death. Participants often approached their stories wanting to remember the times
that they had or the memories that they had made as a family as a part of their illness or
bereavement experiences. Notably, travels or adventures and the act of coming together
to create such memories were prominent parts of stories that bereaved family members
told. These values also came out in the form of regrets or hindsight when participants
discussed what they would have changed about their stories—often, they wished for more
time together with their families.
Travel was at the forefront of many stories. Whether it was the planning of or
embarking on trips together, or an emphasis on the importance of adventure and memorymaking, travelling was discussed throughout participant stories before, during, and after
bereavement. Participants and their loved ones used travel as a way to spend time
together when they knew time was running short, such as when Participant 14 said:
Sometimes they’d tell her, your blood count’s too low, and they’d have
to delay chemo and we took those opportunities to, we traveled a lot.
And there, there was an element of, we have to do this now because we
don’t know how much time we’ve got (212-214).
Another participant recalled how a trip to see their children turned into an
important time for final conversations and lasting memories:
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She wanted to see the boys and we had our wedding anniversary and so
I bought business-class tickets to go to [city]. And she had never flown
business-class before, so I got a wheelchair for her and we met at the
airport in [city], and we got a nice car she could, you know, ride
comfortably in. And we went to visit the boys. And she got to spend
time with each of them, you know, one on one. She got to spend time
with her daughter-in-law, she got to play with their dogs and she got to
have a nice weekend. We have a picture of us eating ice cream cones at
this tourist stop outside of [city] and I look at that picture and I think,
two months later she was dead. You know, it's like, you'll never, you'll
never really know what you got for tomorrow. And I would have spent
more time with her. (Participant 7, 531-539)
Participants travelled to be with each other, as well. When children were far away
from their dying parents, efforts made be together were significant to the storyteller.
Participant 13 recalled that:
Over the summer, the kids each came home for a couple of weeks at a
time and so we were able to have family time. And, and make some
memories… And so, we had family around a lot that summer. And did
some of the things that he really wanted to get done (262-268).
After their loved ones had died, travel and adventure also came up as a way to
celebrate their lives and to begin to create new family memories. Some expressed
needing travel as a part of their healing process, including for Participant 5:
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The worst of it was the first probably four months. I, I knew that I
needed to be able to leave [city]. So, I talked my husband into-- travel's
a big thing… but I also talked him into going on a trip to [state] that
January. I'm like babe, I'm going to need to get out of the cold for a
little, I hate the cold. But travel was always a huge thing with my dad,
too. And so I was like, I just, I just need to travel (388-402).
Celebrating memories also took the form of specific recollections of times that
their family spent together. Images of togetherness in dying and death showed how much
participants valued their families, time with them, and the absence they felt without them.
Participants told stories of bringing the family together in final moments before their
loved one died:
I got on the phone and called people that we knew. We had a whole
bunch of people came over and we got to sit around the bed. And we
began just sharing and singing hymns, and everybody took a turn. My
sister was able to talk, then we sang something else, then my other
sister was able to talk. And we started to sing something else, and we
got one verse into it and I said, it’s my turn. And so I held my dad’s
hand and if I get emotional, I apologize. I thanked him for adopting me
and taking me in and raising me to be the man that I was. And that
everything was okay, he could go. That the family would be okay. And
there was a slight squeeze of my hand, and one final exhale. And so, he
was gone. And then we sung, we finished singing that hymn
(Participant 12, 61-65).
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Another participant described a similar scene upon bereavement:
And the family started coming, and my mom sat in the recliner next to
him and held his hand. And the grandchildren who were all grown, um,
let’s see, [son]’s 24. And Daddy died 3 years ago, so the youngest was
20, 21. Um, three or four of the grandchildren sat in on the bed and
they were laughing and telling stories... And there they were. Dad’s
gone and laying in the hospital bed, and she’s there beside him, and
they're on the foot of the bed, about three or four feet away. But it was
really very healing, I guess (Participant 16, 240-247).
When prompted to tell their bereavement stories, participants often emphasized
the impact of loss in relation to important dates and times, especially dates relevant to
their deceased loved one’s life or death, or times when the family would come together to
remember their loss and grief. Participant 1 explained:
My mom was born on Christmas day so we just, even with COVID and
things, we were just like, we can't be apart this year. And Christmas
was really important to her. And we did some things differently that we
wouldn't have done without her. We're really big musicians and
recorded a Christmas CD every year. We didn't do it this year, just
because she basically did everything and I think in her absence, we're
just tired, you know, tired emotionally. We did play music together,
which was really hard, but also really nice (366-372).
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Participants made meaning of valuable time that they got to spend with their
dying loved ones and as family units. In doing so, they celebrated the memories that they
made and their significance for their families in bereavement. The theme of celebrating
memories often emerged when participants merged their pre-bereavement experiences
with their bereavement story that they told.
Transforming Expectations
Many participants recognized tensions they experienced in the process of coping
with illness, dying, and bereavement. The theme of transforming expectations reflects
how participants storied the grief coming from necessary shifts in their expectations of
what illness and death would be like and making meaning of their loss and grief.
Participants often discussed anticipatory grief, or experiencing both hope for the healing
of their loved ones and acceptance of the difficult realities that they faced once their
family member died.
One participant succinctly noted the tensions of the illness process, saying “I was
cognizant I was going to lose her, you know? And that’s a weird, a weird dichotomy.
You’re celebrating this while mourning this ahead of time” (Participant 14, 440-442). In
bereavement stories, individuals recognized the ways that they had to incorporate the
complexities and challenges of grief into expectations of their lives. Participant 13 noted,
“Grief isn’t something that leaves. It’s always part of the fabric of who you are” (579).
Many participants talked about how their expectations of illness and death
fluctuated over time and across relationships. This came out when they held differing
views than their family members, causing tension because expectations did not align. For
example, Participant 11 recalled that her mother had initially asked her and her brother
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not to look more into the details of her terminal diagnosis. While Participant 11 did look
more into her mother’s prognosis, “…my brother told me later that he didn’t Google.
Mom told him not to, so he didn’t. He didn’t look into it, he just believed that when she
said she was gonna get better, she was gonna get better” (222-224). However, Participant
11’s expectations were transforming for what the future would really look like:
I knew from day one that, I had resigned myself, and I don’t know if it
was God just trying to prepare me, if it’s just the way my brain works, I
don’t know. But I had resigned myself from day one. My mom is just
going to die, now we have to figure out when and what that looks like.
(225-227)
Other people used their stories to illustrate moments when they found themselves
adjusting and actively transforming their expectations for what death and grief looked
like. Participant 12 described a typical moment after his father died that forced him to do
so:
I didn’t want to believe that it could happen to him. And so, because I
told you earlier that I thought of my dad as my best friend, if problems
came up, I would reach out to him. I would say several years after his
death, something would come up and I needed answers in my life, I
would call, just instinctively call. Mom would answer the phone, then I
would realize oh my gosh, Dad’s not there. And I would act like I had
called my mom on purpose (495-500).
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Realizations like Participant’s 12 were common. Another participant drew a
powerful image of a moment when they were hit by reality of their impending loss:
I'll always remember this part of the parking structure where I just sort
of laid out this massive noise. I've never heard me do that before. And I
think it's called a wail or groan or moan or just was like, this immense
sound and just sobbing after that. Realizing that she was dying and that
this was not going to turn around (176-180).
The transformation of expectations varied widely throughout bereavement stories,
though participants often underscored their stories of loss, grief, and bereavement with
this process of coming to acknowledge their realities. They talked both about how they
felt hope and despair for what came next in their lives without their loved one by their
side. An important message about bereavement emerged out of the stories that were told:
the reality of bereavement undulates on that continuum of hope and reality. Participant 9
explained:
When someone passes away, we feel like if we are able to move
forward and have less hurt feelings and anger and all these intense
emotions related to them, then that means we're disconnected from
them and that we forgot about them and we don't love them anymore
and things like that. I feel like that's such a stigma, of if we're not
crying every time we talk about them, then we’re not connected. And
that there’s this whole life that you can live where you are still
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connected with them and you're still able to enjoy and cope with life
(614-619).
In their bereavement stories, participants emphasized the value they placed on
processing through hope and despair that accompanied illness and especially loss. They
often did so in the midst of their stories—moving back and forth as they storied their
experiences. Each participant made unique sense of coming to terms with bereavement
but had to transform their expectations for what the experience would look like.
Evolving Beliefs
Bereavement prompted participants to evaluate and question their beliefs. They
detailed changes in their own and their family members’ belief systems that impacted
their future choices, relationships, and rituals. These evolving beliefs came in the form of
questioning, deepening, and/or loss of their faith, religious, and/or spiritual beliefs.
Faith and religion were present in many bereavement stories. Numerous
participants relied on their religious beliefs or systems of belief to make sense of and
cope with their losses, such as Participant 3 who said, “Everything that we learned and
everything that we believe in helped us cope with the loss because I, if all of us did not
believe in anything, I think it could be difficult for us to cope with a loss” (345-347).
Participant 11 explored the lessons that she was learning by relying on her faith through
her caretaking, loss, and bereavement experiences. After talking about the role that God
played in her life, she said:
I learned very quickly over the last two years that God has put me in
situations over and over again where I can’t control it all. And he’s
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working on that with me, because you can’t predict what death is going
to look like (Participant 11, 231-233).
The deepening of and reliance on spiritual and religious beliefs was prominent for
many in their bereavement stories.
On the other hand, others who had previously felt steady in their belief system
began to question in ways they never had before. Participant 7 explained his experience:
I guess one of the questions I always had after her death is the black
spots. So that's the thing of having like, brief bouts of like, believing
that there is no such thing as God, that there are definite, that our life
here is just a fluke. And it, all what made her special and wonderful are
gone. And it, I should just let it be. I keep thinking, thinking you know,
if there is a God and she's in Heaven (and she would be), I could end up
missing my chance to be with her again. And so I'm, I get pulled out of
those black spots when they happen, but they were pretty bad (474480).
Participant 14, who had identified as an atheist prior to becoming bereaved, also
questioned his beliefs. He said, “I would say [my wife] was a hardcore atheist, which I
have been, but I’m not so much anymore. I don’t know. I’m not arrogant enough to say I
know, I mean, the answer to everything. I mean, that’s unknowable” (Participant 14, 456458). In his bereavement story, he acknowledged the ways that his loss had prompted this
change in belief.
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When beliefs did not align within families, conflicts came to the forefront of the
stories that people told. Participant 17 emphasized these conflicts in their own spiritual
reckoning:
I no longer have any faith in there being a God out there, and maybe
that’s a temporary thing, but my parents are very religious. And I think
it, it breaks their hearts to see me like, completely check out from, from
the Catholic Church which they’re a bit part of. For the same time, I
they can't answer the questions that I have for them about like well how
could, you know how, all of those things, yeah this happened, and
especially the Catholic faith, where there’s so many miracles that are
tied to healing. Like well, if you believe that healing does take place,
that God does intervene for some people, then why not [wife] (607614)?
The bereavement stories that participants told delved into how illness, death, and
grief had shaped their personal and family belief systems. Often, their beliefs came up at
the conclusion of their stories as meaningful takeaways for themselves or their families.
The deepening, questioning, and/or loss of beliefs surrounding religion and spirituality
were important for conceptualizing of participant experiences and their relationships.
Looking Out
The final theme, looking out, represented parts of bereavement stories in which
participants communicated about and made sense of their family’s terminal illness and
bereavement by giving back, serving others, and/or making a positive impact based on their
own experiences. Looking out refers to looking out for the well-being of others in and
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outside of the family, as well as becoming more generative and action-oriented so as to
improve the world and future.
Drawing from their experiences, participants expressed the desire to serve as a
support for others and model of what coping in bereavement could look like. They
discussed those in their own lives who had done this and motivated them to reflect it back
to others. Participant 13 said:
I knew it was going to be hard and it has been but one of the things
about having a sister-in-law here and a daughter who was also here
who had walked this road, I watched them. And they were both
incredibly strong… So I am surrounded by some pretty incredible
women who have done this. And so, I know I can do it too... I've
watched other people do this. I can do it. I don't have to like doing it,
but I can do it (472-474).
Participant 7 explained his communication with other widowers as:
That's what I do when I talk to a new member of our [widowers]
"club". I always say, I'm sorry for what you're having now, and I'm
sorry for what's coming. Just because that puts their head, it puts them
down the path that it's gonna be bad (596-598).
In doing so, participants mentioned the significance of talking openly about the
death of their loved one as a way of modeling support. Participant 6 shared:
…I’m very open with my students, for instance, I tell my students that I
lost my brother to suicide and my mom to cancer. A lot of them will
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come talk to me about how they're dealing with things, and I think that
sometimes just being a support network or being with people who have
dealt with similar situations can be beneficial for them, just to talk
about. And that's something I've sought, is other young adults about my
age that have dealt with losing a parent (665-669).
Additionally, participants looked ahead at the ways that their experiences and the
loss of their beloved family members could impact the world around them, including for
future generations. For example, Participant 10, whose mother had experienced
challenges with enacting legal aid in dying (assisted suicide) said:
And looking back, I wish my mom had been empowered more to be
confident in telling people. Like, this is a choice I made for myself and
I wish I had had more space to talk about it, too, because it's my story
now too, and, but I feel so protective of her because she was so
private... I might start doing more public advocacy on this subject
because it could be very different for families (Participant 10, 244249).
This participant expressed a desire to take her experiences and advocate for other
families who may be suffering in the future in order to change policies and laws relating
to terminal illness and legal aid in dying. Another striking example of this kind of
generativity was Participant 14’s story. His spouse had been a professor up until her
death. When a friend of their reached out about materials that his wife had created for her
classes, Participant 14 said:
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I sent her [wife]’s teaching materials, et cetera, and she’s going to use
that stuff to, to teach the class. I guess, next semester. She’s putting it
together. So, you know, it was really cool. Beyond the memories of the
person, so when, I’ve gotten so many letters and notes from people that
she inspired. And it’s amazing to read those things. But it’s really cool
to think that, you know, she was an amazing teacher and somebody else
is gonna take her work and continue it (735-740).
Participants acknowledged the hardships that they faced in losing their loved
ones—and would have absolutely preferred their loved ones still be alive. However,
when faced with the reality of their death and bereavement, many participants used the
end of their stories to reflect on an inherent desire to look out ahead, at what might come
next. This came in the form of serving as models and companions, as advocates with the
power to change other family’s futures or passing on the important pieces of their loved
ones to empower, teach, or influence future generations.
In summary, in order to analyze RQ1, I examined the content of participant
bereavement stories for their significant meanings, values, and beliefs. Seven themes
within these stories help illustrate what bereavement looks like for the families who have
lost loved ones to terminal illness. Through the presence of these themes across all
participant stories, we can understand that their bereavement experiences were defined by
their deceased loved ones, the storyteller themselves, their families, and their external
support networks. Additionally, the themes of serve as a foundation for RQ2’s
exploration into types of bereavement stories.
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RQ2: Family Bereavement Story Types
Research Question 2 asked how the meanings, values, and beliefs conveyed in
these themes reflect types of stories told by bereaved family members. In generating the
seven themes from participant stories, it was evident that each participant held multiple
meanings, and values, and beliefs that were reflected in their stories. Most participants
relayed each of the seven themes throughout the course of their stories, though they often
emerged at varying times (introduction, conclusion, etc.). Thus, simply assigning a
primary theme to each story from the results of the thematic analysis would not faithfully
represent the data.
When I examined the transcripts of participant stories again as full narrative units
(Riessman, 2008), however, time stood out as an important influence on the frequency of
the themes in individual stories, and the overall development of the storylines themselves.
Time connected the seven themes: whether it was looking back on valuable moments in
time together, looking ahead at what time in bereavement could look like, or the
influence of time on grieving and healing individually and across familial relationships.
When participants crafted their narratives, they chose to focus on certain experiences and
relationships that mattered most to them. In doing so, they transported to time periods
that were most important to them, emphasizing the significance of certain time periods in
their illness and bereavement journeys over others. Despite the fact that the stories were
retrospective in nature (Koenig Kellas, 2018), some narratives were more focused on the
past, some took a “present” perspective, and a few looked toward the future. My analysis
of story content revealed that participants’ stories reflected patterns which can be
organized into types of family bereavement narratives, all around time.
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Thus, in order to answer RQ2, I reviewed the stories again—individually, as
whole units—and identified whether the story was primarily focused on certain themes
over others. I then placed those themes into categories based on the perspective they
reflected regarding the past, present, or future. I based this on the amount of story content
that fell into the themes and thus the resulting categories. Table 1 illustrates how
bereavement stories centered in the Past were characterized primarily by themes of
illuminating identity and honoring legacy, valuing the individual and experiences that
defined participant’s lives. Present bereavement stories were characterized by the three
themes of shifting support, celebrating memories, and transforming expectations because
participants accepted where they were and what was happening to them in the moments
that they went through them. Bereavement stories focused on the Future were
characterized by the themes of evolving beliefs and looking out as the meanings
concentrated on ways participants were learning, growing, or changing after their
experiences. A couple of participants focused equally on the past, present, and future, as
well, outside of the Past, Present, or Future categories. I will now elaborate further and
present examples of each story type.
Table 1: Bereavement story types as defined by participant meanings, values, and beliefs
Story Type

Theme(s)

Past (n = 9, 36%)

Illuminating Identity
Honoring Legacy

Present (n = 10, 40%)

Shifting Support
Celebrating Memories
Transforming Expectations

Future (n = 4, 16%)

Evolving Beliefs
Looking Out

Past, Present, and Future (PPF)
(n = 2, 8%)

Variety of themes; content distributed
evenly across types
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Past Stories
When participants told their stories focused on the Past, they tended to spend
more of their time discussing who their loved one was when they were alive, or the ways
that the storytellers and their families showed respect and honor toward their deceased
loved one’s memory. Thus, illuminating identity and honoring legacy were the two
themes that demonstrated how participants made sense of their bereavement through
remembering who or what came before them. In their bereavement, participants chose to
talk about their loved one’s defining traits or their own personal attempts at honoring
them because they cared about molding the significance of their past into their lives. In
Appendix F, I present a condensed version of a full story from Participant 16 that
illustrates a story centered in the Past, focused largely on illuminating the participant’s
parents and honoring legacies through storytelling and other means within her family.
Present Stories
In stories focused primarily on the Present, participants recognized the
challenging reality of illness and death, celebrated the time spent together with loved
ones (alive and/or deceased), and/or relayed changes in family dynamics. They did this
through employing a present state of mind, reflecting while also picturing themselves in
that moment. The themes that dominated the Present story type were shifting support,
celebrating memories, and transforming expectations. Participants tended to use their
stories to transport to specific moments in their family’s illness and dying experiences,
making meaning out of what they saw, heard, did, or said in those moments. Whether it
was the ways in which their relationships shaped and shifted, recognizing the precious
moments that they had or could make with their close loved ones, or accepting their
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processes of grief, these participants valued the present moment and all of the
accompanying challenges and opportunities. An example of Participant 17’s condensed
Present story is included in Appendix F. In Participant 17’s story, the dialectical tensions
between hope and reality and the significance of making moments last were particularly
prevalent.
Future Stories
When participants approached their stories with a tone of generativity and focused
on lessons learned in moving forward, the story reflected the Future. The two themes that
defined the Future story type were evolving beliefs and looking out. Participants framed
their bereavement in terms of what their loss and grief meant to them, as well as what it
might mean for their children, students, peers, or generations beyond. Specifically, they
recognized how their experiences had shaped their perspectives on systems of belief and
how they planned to communicate those beliefs to others moving forward. They also
often discussed plans for sharing teachings or lessons that their deceased loved one had
left behind; explored potential avenues for becoming advocates in making tangible
changes to the world around them; and hoped to model grief support for others in their
immediate and distant communities. While participants did not discount the long-lasting
effects of their losses, they desired to make meaning out of their loved one’s memory and
challenging experiences in order to influence the future for others. Appendix F features
Participant 11’s condensed story centered in the Future. In her story, Participant 11
explored connections between her beliefs and the ways in which she seeks to serve
others, due to her relationship with her mother, the illness experience, and bereavement.
Past, Present, and Future (PPF) Stories

71
A pair of participants told stories that did not fit neatly into the aforementioned
bereavement story types. Rather, they tended to focus more holistically on the past,
present, and future, demonstrating similar proportions of each story type. Most themes
were incorporated into their stories, but none were particularly more prevalent than
others. Thus, these participants made meaning of their past experiences and relationships,
of the present moments and challenges, and of what they would take forward in
bereavement. In Appendix F, Participant 15’s story is an example of a bereavement story
balanced between past, present, and future.
The analysis for RQ2 resulted in three types of bereavement stories that
participants told in this study. The story types were constituted by multiple themes
generated in RQ1. They reflected how participants used time to orient the meaning of
their bereavement experiences. The Past, Present, and Future story types were important
parts of all participant stories in various ways. When looking at bereavement stories for
the final analysis of this study, these story types can be used to examine how the meaning
that emerged out of participant narratives aligned or contrasted with the end-of-life care
that their families received.
RQ3: Connecting Bereavement Stories with Access to Care
Due to extant research regarding the potential benefits of end-of-life care services
for individuals and families alike, my final research question asked about potential
connections between the stories that participants told and their access to and use of endof-life care such as hospice and palliative care. Specifically, I wanted to understand
whether any patterns emerged between story types and the formal care that participants’
families received that could shed light on any variations in their meaning-making. Table
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2 below displays the matrix. The analysis process led me to recognize multiple patterns
which reflected previous literature and establish potential links between bereavement
meaning-making and end-of-life care. The column regarding these patterns summarizes
the connections that I saw between the content of participant stories and drew out as
important relating to their care. I will now detail these patterns as they pertain to access
and use of end-of-life care, beginning with those who did not indicate any form of
palliative care or hospice at the end of their loved one’s life or in their bereavement.
Table 2: Cross-case data matrix summary of participant story types and end-of-life care
Patterns in
Stories
Reflections on
Silence
Undulations of
Information

Story Type

End-of-Life Care
(Palliative or Hospice)

Participants

Past

No

n = 2 (8%)

Present

No

n = 2 (8%)

Comfort with
Care

Past/
Present

Yes

n = 15 (60%)

Support from
Beyond

Future

Yes

n = 4 (16%)

In the Midst

PPF

Yes

n = 2 (8%)

Received No End-of-Life Care
Reflections on Silence. Of those who identified that their families had not used
any form of hospice or palliative care, two participants shared stories centered on the
Past. Their storylines varied but were connected by resistance from family and
community members in talking about death, dying, and grieving. They found silence
when they sought support from their loved ones and did not recognize any formal outlets
that offered space to open conversation. The struggles they faced in communicating about
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illness and bereavement also influenced their desire to take responsibility for initiating
family discussions about the past. The participants emphasized that the telling of their
deceased loved one’s stories, and remembering who they were, were important to
breaking the silence that their families had fallen into. Participant 23 reflected on the
long-lasting silence around her mother’s passing:
Yeah, you know, it’s just one of those things. Not having grandma
around for sure, one of the things that like I told you, that nobody
talked about her for many, many years. It was, it was almost like,
taboo. You don’t talk about grandma because I think it was too
emotional for people. None of my family knew how to mourn her.
Nobody did. It took a really, really long time (258-262).
Without their family and without resources often offered by end-of-life services,
participants had to navigate their relationships carefully. They both recognized that they
had become the person who led conversations memorializing and honoring their deceased
family members. Over time, they found ways to break the overwhelming silence
surrounding death and dying.
Undulations of Information. The other two participants who identified that they
had not accessed end-of-life care told Present stories. In particular, they both emphasized
the confusing nature of information about dying, death, and bereavement. While they
expected their loved one’s deaths, they had many questions unanswered that caused
further anguish in processing their experiences. At the same time, they both recognized
the small joys that came along with accepting realities of death and bereavement. The
tensions between anguish and joy resulted in stories fluctuating between the appreciation
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of moments and recognition of hardships. When participants did not have all of the
information that they needed, or the support in retrieving it, they found the positive in
what they did have. Participant 17 described the undulations that came out of shifting
information about illness and impending death of his wife. While his story looked back,
he was focused on the joy of the present moment they were in together:
When she was in remission, that was really joyful moment in time. We
got engaged during that that brief interlude between treatment plans.
That was another joyful moment and then when the cancer came back,
it wasn’t a huge surprise right, because Stage 4, the stuff like, the thing,
you never really care if it’s gotten to the point where Stage 4 means.
You know, kind of floating all around. And the best you can hope for is
it like holding it at bay for long enough to live in naturally long life. So
we again, we weren't shocked when it came back just disappointed, I
suppose, on, but the doctors, of course, had their plans that we didn’t
quite understand (333-340).
In total, there were four participants who did not have access to or make use of
end-of-life care told stories. When their lack of care was connected to their story types,
multiple levels of barriers to supportive communication and care emerged, a point I will
return to in the discussion.
Received End-of-Life Care
I now turn to patterns that emerged in the stories that participants who identified
using at least one form of care. The number of participants who indicated that they had
employed formal end-of-life care for their terminally ill family member was much larger
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(n = 21) than those who did not (n = 4). However, the connections between the story
content of those who had hospice and/or palliative care provided further insight into the
support they had for meaning making and communication entering into bereavement.
While the participants in this group whose stories were told in the Past and Present
emphasized feeling empowered to discuss and embrace death and dying, those with
Future stories focused more on the myriad support they had within and beyond their endof-life services.
Comfort with Care. There were seven participants who indicated using end-oflife care and who centered their stories in the Past, and eight who centered their stories in
the Present. Despite differing approaches to telling their stories, analyzing these sets of
stories revealed that each participant had experienced complications with healthcare from
physicians, hospitals, or end-of-life services. Despite challenges in their loved one’s care,
the participants felt comfortable regarding end-of-life and discussed how their families
communicated openly about death and dying. An example of the desire that participants
felt to open up discussions of end-of-life came from Participant 10, who was disappointed
in the support that her mother had received from her primary physician at the end of her
life. She started by saying:
I felt like if she had been supported differently, she, I would have
maybe felt like she could have been more comfortable for longer and
then still known she, she could choose the time. So she really struggled,
the last few weeks, um, and really went into herself, like didn't, didn't
talk to me very much. And I know it's because she didn't want to have
the hard conversations, she was just trying to protect me and herself.
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But it is now. I wish we had had those conversations and that I had
been more persistent in asking questions. Because you can't go back
(197-203).
Participant 10 continued on in her story to illuminate how used her own
knowledge and understanding from past caretaking to inform her mother’s care and
highlighted how that played into her family’s experience with communication upon her
death.
So I think we felt lucky that it—it wasn't easy, but it was different for
us than then some other families who don't talk about death and who,
so much in our culture makes birth and death something that happens
out of our sight. It happens in the hospital or it happens in a nursing
home. It's away because it's dirty or unclean or uncomfortable. And,
and so it's not part of our experience, whereas for our family, those
things have always been part of it (302-306).
Though the care participants had received unified them (no care), and their
approach to confidently talking about it nested them under the comfort with care label,
there were differences in the content of stories told by participants in the Past and
Present, Specifically, the stories told in the Past (with some form of care) seemed to feel
comfortable talking about death and dying in a way that helped them to focus on the
individuals that they had lost. Despite various issues with the quality of care itself, these
participants relied on previous experiences to help them feel empowered in their own
caregiving. They also communicated the empowerment to their families in order to open
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up space for communication about their loved one, death, and the bereavement
experience.
On the other hand, those who formulated their stories in the Present received
notably shorter end-of-life care than others with Past stories. They made mention of the
lack of time to engage with resources offered, in conjunction with their adverse
experiences overall. They also often recognized how their loved one’s care led to a lack
of enthusiasm toward engaging in any bereavement support provided to them. Despite
limited time and challenges with care, time spent together with their loved ones and as
families was part of all nine participant stories. This time often occurred in the hospital or
home when end-of-life care services were offered. Even those participants that did not get
to be with their family member as they died told stories about the final moments that they
cherished with them. Participants framed their stories in the Present and were able to look
to those moments to make sense, despite shortened and stressful experiences such as
doctors refusing to provide adequate care and inconsiderate nurses.
Together, participants whose stories were framed in the Past and Present and
identified end-of-life care use were more comfortable with talking about end-of-life,
death, and bereavement. Their families often discussed the topics, even if they had
experienced lower quality care than they had desired. While they did so in different ways,
both groups emphasized a comfort with care that other participants did not.
Support from Beyond. The stories of four participants were concentrated on the
Future, or on what their experiences could mean for their future contributions to their
selves, families, communities, and society. Notably, these were the only participants with
Future stories, and all of them indicated that their families had used hospice or palliative
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care. Within this set of stories, each person recognized a monumental experience that led
to profound support stemming from loved ones, care teams, and beyond.
These experiences were spiritually moving for some, such as Participant 18. His
spouse had fallen into a coma nearing the end of his life when he happened to run into an
old friend in the hospital hallway who he had lived with on another continent nearly 20
years prior. As his partner was lying in a vegetative state and pressure was mounting to
remove him from his ventilator, Participant 18’s long-lost friend turned out to be a
respiratory therapist who was able to walk him through the process and advocate for the
greatest comfort in doing so. Participant 18 was moved by how his friend “opened his
heart to me” (335-335) and was profoundly impacted by the experience. Throughout the
rest of his story, he explained the immense support that he felt from the palliative care
team and his friends and family stemming from the peace he had gained from his longlost friend’s actions. His experience thus defined how he approached his future
communication and actions.
Another participant—a teacher—had the opportunity to join a grief group with
students at the school where she taught at. This profound experience provided support
and encouraged her to give back, especially after having received excellent care from
their family’s formal end-of-life services even into bereavement. She noted:
I don't know that if I hadn't, if my dad hadn't just died at that point, if
these young women hadn't been available to put me in their grief group,
I don’t believe that my life would have been anywhere the same. So to
me that's life changing, and it was it was a loss, it was, it was. But there
were… some compensations for it. There were, there was a way of not
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making it all right, right, but making use of what happened to go on,
right (424-430)?
Participants who had used end-of-life care and framed their stories in the
Future described transformative moments and positive experiences with end-oflife care and these kinds of moving moments. Taken together, they felt
multifaceted support and had a reason to look toward the future and how they
could reciprocate care to others beyond themselves and their immediate
families.
In the Midst. Finally, two participants told stories with content that
encompassed each of the story types, and both indicated that their families had
used end-of-life care. Their stories had patterns which overlapped the other
groups of participants with access to end-of-life care, or those characterized by
comfort with care and support from beyond.
Specifically, both participants had profound experiences at the end of
their family member’s life which helped them to cope and process their grief
moving forward. For example, Participant 15’s brother was in a coma until he
came to visit—and to the shock of nurses and other family members alike, woke
up to spend his final conscious moments with him. Participant 6 also gained
significant perspective as she stood in the room while her mother passed away,
which was encouraged by the hospice staff:
I don't know that we would have been in that room if they hadn't been
more candid with us. And so I really appreciated that to that we did
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have moments with our mom and they were able to make those
moments happen (635-637).
Both participants acknowledged challenges in processing their
experiences, compensating by shutting down and focusing on work
responsibilities. However, in their bereavement they also sought grief-related
therapy and engaged in active reflection, which had prompted them to begin
sharing their stories, especially within their families.
This final pair of participants shared similar challenges and successes in end-oflife care with their families as other groupings of participants had. These patterns do
seem to provide less insight into the impact of end-of-life care. The stories could be more
holistic, or they could be missing certain elements that more easily defined the other
participants’ stories. While these participants had relatively positive experiences with
their end-of-life care, their stories expressed regret and desire for further care in ways that
others with formal support had not.
Results of RQ3 indicate that there are connections in participant stories and endof-life care that they had access to during a family member’s terminal illness. Grouping
participants and investigating the content of their stories more closely led to multiple
patterns which illuminated the impact that end-of-life care quantity and quality may have
had on the meaning-making process of telling bereavement stories. Specifically,
participants without formal care reflected on silence and undulated over information, both
of which led to greater strife in their family’s end-of-life and bereavement experiences.
The stories of those who had received care and were framed in Past or Present reflected a
comfort with care, while those whose stories centered on the Future recognized the
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importance of extended support networks. Finally, the participants whose stories did not
fit in a category seemed to combine these patterns and stood out due to expressions of
need for further care. Together, we can begin to consider why these patterns emerged and
how end-of-life care can influence the sense-making process in important ways.
Summary of Findings
Findings of the current study reveal the meanings, values, and beliefs in
individuals’ bereavement stories. Results from RQ1 included seven themes that
illustrate broad shared experiences from participant stories. In addressing RQ2, I
developed types of stories that demonstrated where participants focused their
stories, especially in terms of treasuring (Past), accepting (Present), and/or
embracing (Future) time. These story types provide a foundation for studying
bereavement stories in greater detail and were useful for answering my final
research question. In my cross-case data analysis for RQ3, I took story types and
content and examined how they related to participant and family experiences
with end-of-life services. This resulted in groups exhibiting similarities which
provided insight about the influence of end-of-life care on their individual and
family sense-making journeys. After having presented my comprehensive
findings here, I will now discuss the ways in which they connect to and expand
on prior research, theory, and practice. Additionally, having answered these
questions, many more questions have emerged about bereavement, health
equity, and family communication—thus, I discuss future directions for this
research and limitations to the current study that should be addressed moving
forward.
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CHAPTER FOUR: DISCUSSION
Expanding on the study of how bereaved families communicate and make sense
of their illness and death experiences (e.g., Bosticco & Thompson, 2005a; Holland et al.,
2006; Keeley, 2016; Toller & Braithwaite, 2009), in this thesis I investigated the
meanings, values, and beliefs in family members’ bereavement stories through the lens of
CNSM Theory (Koenig Kellas, 2018) and how, if at all, the stories that we tell after a
loved one has died are connected to end-of-life care. In the findings, I advanced a
bereavement story framework focused on time (Past, Present, and Future) that
synthesized the seven themes that I identified from participant’s illness and bereavement
stories. I also found patterns that emerged relating to participants’ access to and use of
end-of-life, potentially impacting the types of meaning that they made. These included
the varying degrees of comfort that participants expressed with communication about
death and dying and the importance of extended support networks in conceptualizing
care. Chapter Four will now conclude this thesis project as I discuss the significance and
implications of my findings to theory and practice, as well as future directions and
limitations.

Extending Family Bereavement Scholarship
The themes that I identified as meaningful to participants’ stories are consistent
with scholarship in and outside of the communication field. Each theme that I identified
emphasized complexities of larger dynamics in family bereavement communication. For
example, as family members narrated their bereavement experiences (often intertwined
with their family’s illness experiences), they illuminated many of the previous findings
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on the contradicting and challenging relational and identity management previously
explored in bereaved parents by Toller (2008, 2011) and Toller and Braithwaite (2009).
The dialectical tensions at the center of transforming expectations, along with the
realized importance of social support in shifting support, clearly demonstrate ways in
which participants felt they had to manage their perspectives, identities, and relationships
as they moved through terminal illness and bereavement. In addition, this study’s focus
on examining the stories of other immediate family members—bereaved spouses,
siblings, and children—sheds light on the unique challenges that individual family
members face as they reconcile with the loss of their loved one and have to manage
change.
The emphasis that participants placed on support systems, or shifting support, also
illustrated the significance of privacy rules in discussing a loved one’s death or dying due
to boundaries that participants felt like they had to put up with family members (Basinger
et al., 2016). This theme is also supported by findings from Koenig Kellas, Castle,
Johnson, and Cohen (2021) who examined the needs of cancer patients, caregivers, and
providers. They found that participants benefitted from viewing cancer as communal, or
as a relational experience that involves everyone as a part of the care team, especially
when they experienced supportive communication from those in their immediate and
extended networks. Participants in this study discussed the many struggles and
opportunities that they faced due to family members who viewed illness and bereavement
communally, and those that did not. This finding extends a communal and supportive
view of terminal illness (like cancer) to the context of bereavement where individuals and
families often receive less support than in the illness experience.

84
Additionally, the theme of celebrating memories, or the ways that participants
described adventures and intimate moments that allowed their families to reminisce and
communicate through their grief, supported and extended the significance of Keeley’s
(2007) final conversations. This is because we saw that not only was the content of the
final conversations or moments that participants had with their loved ones important—
including Keeley’s messages of love, identity, religion/spirituality, routine, and difficult
relationship issues—but the time spent physically together was also incredibly important.
Participants illustrated the final moments of their loved one’s lives in community with
one another, and the value that simply being together had in their lives. We may be able
to learn more about the communication within final conversations by examining
bereavement stories that describe the nonverbal elements which define them as
meaningful.
Another example of where the themes pulled from meanings, values, and beliefs
of participant stories extend previous research is in the theme of evolving beliefs.
Wortmann and Park (2009) challenged individual views and family talk regarding faith
and spirituality loss, transformation, or deepening, as was evident in the ways that
participants discussed what had happened to their own spiritual or religious beliefs since
their loved one’s illness and death. This theme complicates narratives that exist about the
importance of established belief systems in approaching and communicating around the
challenges of death and bereavement, as all participants experienced shifts in their belief
systems regardless of where they started out in their journeys.
Together, my seven resulting themes of meanings, values, and beliefs that I
detailed in response to RQ1 bring new life to how we understand the experience of
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bereavement. They give a fuller picture of many facets of communication that are
important to bereaved families than we had before, especially how the specific elements
of bereavement communication affect various members (widows/widowers, siblings,
and/or children) that have yet to be studied.

The Value of Meaning-Making
These themes were more than just reflective of bereavement. My analyses of
participant meanings, values, and beliefs (Braun & Clarke, 2006; Riessman, 2008)
illustrated the meaning-making processes that are at the core of grief work. The themes
support recent research on the importance of finding meaning in grief as there are a
variety of the meanings that participants found out of their family’s terminal illness,
death, and bereavement experiences. These meanings reinforce calls for rethinking
traditional models of grief such as Dr. Elisabeth Kübler-Ross’s well-known 5-stage
models of dying and grief (Kübler-Ross, 1970; Kübler-Ross & Kessler, 2005). KüblerRoss proposed five distinct phases of dying that individuals go through, from denial
through acceptance. Traditional models like Kübler-Ross’s have been viewed as overly
simplistic of the complex and long-lasting experience of grief, not oriented toward
bereavement, and privileging of certain behaviors of survivors (i.e., acceptance over
denial) (Doka, 2000; Edelman, 2014; Eppler, 2008; Maciejewski et al., 2007). In this
study, the themes that I pulled demonstrate various ways that family member create
meaning in their grieving without a need for placing any one above another. This is
because nearly all participants made use of each theme within their stories, and equal
value came out of focusing their stories on each. No theme was seemingly necessary for
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bereaved families to heal in any specific way. This complicates the one-size-fits-all
approach of traditional grief models and therapy, such as Kübler-Ross’s popular stages.
New research from grief expert David Kessler on finding meaning also supports
the equivalent value of participants’ meanings. In his 2019 book, Kessler introduced a
sixth “stage” of grief to the traditional loss and grief model established by Kübler-Ross:
finding meaning. According to Kessler (2019), “meaning comes through finding a way to
sustain your love for the person after their death while you’re moving forward with your
life” (p. 15). In analyzing the meanings, values, and beliefs that participants shared in
their bereavement narratives they told, the seven themes align with what Kessler was
referring to in the “stage” of finding meaning—though it should be further investigated
whether finding meaning necessarily emerges at the end of the process or if it is an
important part of the experience over time. This study’s findings may spark this idea as
participants came from all walks of life and had lost their loved ones between one and ten
years prior to their interview, yet often made similar meanings. If grief occurred in such a
linear fashion, it seems that this may not necessarily be the case.
In his work on finding meaning in grief, Kessler (2019) has specifically noted that
meaning can be generated from those challenges and changes that death brings about—
many of which are illustrated in the themes of meanings, values, and beliefs pulled out
for RQ1. For example, when those who had to navigate their grief alone often found
meaning in becoming a model and support system for those in and outside of their
families who they knew were going through similar experiences, as a part of looking out.
It seems important that when participants found this meaning, they were able to help
others and likely became a part of those bereavement stories that demonstrated greater
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support and perhaps greater sense-making. Every participant in this study revealed many
meanings, values, and beliefs through their bereavement stories, supporting Kessler’s
(2019) assertion that “having any understanding of meaning is preferable to having none,
and that the content of that understanding did not seem to matter” (p. 15). Rather, what
seemed to matter in this study was the fact that participants had engaged in sense-making
through storytelling and, as further discussed below, their experiences with end-of-life
care. The fact that participants found meaning in their experiences regardless of what
they had gone through—and whether in their spiritual faith, their changing family roles,
spending time together, or respecting the legacy of their loved one—was a key finding of
this study. This is because bereavement was found to be a time that demands sensemaking, and retrospective storytelling provides a window into what those meaning
making processes look like, as well as what the full scope of meanings may be (Koenig
Kellas & Trees, 2013).
The content of these bereavement stories revealed the meanings, values, and
beliefs that span across individuals and their relationships, in line with Proposition 1 of
CNSM theory’s (Koenig Kellas, 2018) retrospective storytelling heuristic. This study has
extended CNSM theory to the context of bereavement and grief, which has previously
been relatively unexplored. In doing so, we can use these findings to begin establishing
empirical links between bereavement stories and the processes of meaning-making that
participants engage in in order to cope with the challenges of death and dying. We may
also find that there are links between the framing of content and well-being (CNSM
Proposition 2), though the results of this study imply that end-of-life care may be more
significant to health and well-being, as discussed below.
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The Importance of Time
The aim of this study was, upon establishing an understanding of the meanings,
values, and beliefs in bereavement, to examine stories from bereaved family members for
patterns that could illuminate meaning-making in grief and healing. I used narrative
thematic analysis (Riessman, 2008) to develop bereavement story types, which emerged
upon recognizing the significance that participants placed on various time frames when
telling their stories. The focus of bereavement stories was on certain periods of time in
which participants located their meaning. This was an interesting finding of the study
because it suggested that processes that participant used sense-making in their
bereavement may have differed from those used to process illness or dying processes
(e.g., Frank, 1995).
As reported in my findings, bereavement was also experienced differently for
those who positioned their stories in the Past, Present, or Future. Specifically, they sought
out different resources to make sense of and cope with bereavement based on the needs
they identified in their bereavement, which were often identified as central to their ability
to move forward and acknowledge the significance of their loved one’s loss. For
example, while those whose stories were centered on the Past found resources which
acknowledged their loved ones’ existence and sharing the story of “who they were” as
meaningful; those who told Present stories relied on resources to help them understand
and come to accept the waves of change they were going through. Those with Future
stories further needed outlets for helping others, whether in their personal networks or
beyond in schools, churches, or other societal functions. These stories signify that
bereavement may necessitate a more individualized approach to caring for grieving
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families, as each storyteller needed different resources in order to affirm their sensemaking and cope with the challenges they saw as most important (Neimeyer, 2014).
Framing stories in terms of time—Past, Present, and Future—seems to reject the notion
that certain meanings are preferable or more important coping with loss, as they were all
employed in ways that were valuable to participants. Rather, the bereavement story
framework centered around time opens up a space for individuals to uniquely express
their experiences and needs while potentially building connection to those with similar
stories during what is often a lonely and challenging time.
As Wittenberg-Lyles and colleagues (2010) proposed, developing a narrative
framework or typology can help scholars, practitioners, families, and individuals to
identify shared and unique characteristics which help or hinder sense-making and coping.
Diverting from the idea that there are illness journeys which are “far preferable to the
rest” (Wittenberg-Lyles et al., 2010, p. 15), the Past, Present, and Future stories illustrate
diverse combinations of meanings, values, and beliefs but seem to be equally valuable to
coping and healing. For example, even when an individual told a story in the Past, they
relied on elements of the Present and Future along the way to make sense of their
experiences. Themes mixed in myriad ways, even as participants leaned into some
themes over others. While future research should look into potential reasons that certain
folks frame their stories in specific ways (such as end-of-life care access that I asked in
Research Question 3), all storytellers made deep meaning regarding their loved one, their
shared experiences, and what their futures looked like. No type stood out as more
significant than others, though the number of participants who told their stories in the
Past and Present far outnumbered those who looked toward the future for meaning, or
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those whose stories fairly evenly represented each of the types (PPF). This is important
because we often perceive a necessary order of grieving, but the many valuable types of
meaning stemming from bereavement point instead to the importance of the facilitating
processes for finding meaning, instead (Neimeyer, 2014).

The Bereavement Journey
The results of my final analysis answer RQ3 do propose that access to and use of
end-of-life care, such as hospice and palliative care, may be important factors in being
able to facilitate meaning making in bereavement. As I conducted the cross-case data
analysis of participant story types and self-identified access to end-of-life services, I
found numerous patterns whereby those with access to care made sense of their
experiences through a open lens, namely comfort with care. Participants who had end-oflife care were more willing and able to talk about their death, dying, and bereavement
experiences within and outside of their families. They felt that they had the support they
needed to seek further resources for their grief, and to advocate for those they did not
have. On the other hand, those who did not utilize formal end-of-life services had more
challenges with the death and dying processes. They identified that their experiences
were filled with silence around illness and bereavement and that they felt they had to find
other types of meaning because of a lack of formal support. As such, these findings
confirmed Wittenberg-Lyles et al’s (2010) family illness narratives which link palliative
care to the types of experiences patients and families had throughout terminal illness.
However, while Wittenberg-Lyles et al. (2010) looked at how end-of-life determined the
narratives that were told, I looked at how participant stories served as a window into
meaning-making of illness and bereavement experiences. This approach allowed me to
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look specifically at how narratives were developed in bereavement, in relation to
resources that individuals and their families had to support their bereavement journey.
For example, those stories of participants who had framed their stories in the Past varied
significantly based on whether they had used end-of-life care. While those with end-oflife care felt overall confident in their family’s abilities to talk about and deal with their
loss together, those who had not taken part reflected on the immense silence around death
and dying that their families had had to grapple with over time. There was stark contrast
between Past stories, despite that they were framed similarly. The content revealed
deeper significance about the influence of supportive care from services outside of the
family, and disparities that emerged in care and communication when they were not
there.
Those without formal care told stories that aligned closely with Wittenberg et al.’s
(2010 isolated journeys. Participants in the current study who did not have access to care
told stories characterized by a lack of communication about terminal prognosis and endof-life care options (Wittenberg-Lyles et al., 2010; Wittenberg-Lyles, Goldsmith, &
Ragan, 2011). An important result of this study was that participants, particularly those
without end-of-life services, illustrated ways that barriers to and inequities in accessing
care infiltrated their experiences leading into bereavement. For example, many had
troubles with physician referrals to hospice and/or palliative care (Hui et al., 2014). There
were also numerous levels of stigma at play from providers, family members, and those
experiencing illness (Shen & Wellman, 2019). When these barriers emerged, participants
expressed great frustration and even long-lasting guilt about the experiences. These
emotional and psychological burdens that accompanied dying and bereavement may have
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been supported by close loved ones and communities, but participants still expressed
desires for more help in processing challenges that they had faced. Yet, they were not
necessarily aware or able to get it even when they recognized the need.
Continuing to support Wittenberg-Lyles and colleague’s journeys, participants
who had identified access to end-of-life care options had stories of each type (Past,
Present, and Future), with content which pointed toward rescued and comforted journeys.
Those who formed stories in Past and Present discussed challenges to the quality of care
that they had received, or relatively minimal care from formal services. They recognized
how negative experiences with physicians and nurses had influenced their perceptions of
bereavement support and resources for coping with their loved one’s death. Rescued
journeys are characterized by the presence of curative care and more open
communication about end-of-life, but do not necessarily fulfill the range of needs of
individuals and families (Wittenberg-Lyles et al., 2010). The content of Past and Present
stories from participants who had experienced hospice and/or palliative care revolved
around navigating issues with end-of-life care but valuing the space to engage in
conversations about end-of-life and bereavement. Bereavement stories seemed to
emphasize the need to further explore not only the quantity of end-of-life care available
and used but also the quality of that care.
Asking participants about their bereavement experiences, there seemed to be a
link between quality of end-of-life care and the bereavement care that influenced how
willing and able participants were to make sense of their experiences in certain ways.
While participants recognized the value of services, they did not necessarily have the
support that they felt they needed in processing their grief and coping with bereavement.
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The findings of this study are valuable to understanding further barriers to and disparities
in accessing end-of-life care, especially to bereavement services that can facilitate
meaning-making processes for family members. We can also begin to bridge CNSM
theory (Koenig Kellas, 2018) with larger conversations of health communication and
equity research and practice as we begin to use stories to reveal processes of meaningmaking in challenging health contexts, as well as shine light on barriers to care that can
and should be addressed, such as physician education.
The final of Wittenberg-Lyles et al.’s (2010) illness narratives, the comforted
journey, also connected to participant’s bereavement stories. Those who told Future
stories and had end-of-life care conveyed meaningful and significant support and
resources that impacted them greatly in their coping. Again, while no story type should or
could be construed as more meaningful or helpful than others, the end-of-life care that
these participants received seemed to play a role in the meaning that they made.
Participants felt like they had what they needed and that their families were offered care
that helped them to communicate about their experiences (i.e., counseling, grief groups,
etc.). The comforted journey from Wittenberg-Lyles et al. (2010) specifically refers to
end-of-life services, but these participants also made note of the support that they felt
from other communities such as churches, friends, and workplaces. As such, the
significance of external support for bereaved families and its contribution to the stories
that they tell should be further explored and is an important finding emerging from this
study.
Another key takeaway from this project is the nuance that stories formed through
a combination of the Past, Present, and Future (PPF) bring to understanding bereavement
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experiences as opposed to illness journeys. The few participants who fell into this
category did have access to end-of-life care and were intertwined in story content with
those who positioned their stories in the Past, Present, and Future. In particular, this
fourth type of bereavement story may illustrate the complexity of bereavement and grief
and the need for expanded formal and informal resources for coping with death and
dying. This is because losing a loved one impacts families permanently (Rosenberg,
2000), so family illness narratives that have been developed (Wittenberg-Lyles et al.,
2010) do not necessarily account for the influence of long-lasting coping. Finding ways
for individuals and families to easily and consistently find space to reflect on and make
meaning of their experiences as time goes on may be key to the expansion of
bereavement care.
Upon analyzing all stories told by participants, bereavement stories often lacked
coherence. Coherence, or the extent to which a story’s structure is consistent and logical
(Baxter et al., 2012), between elements is an important factor in links between
storytelling and health because “coherence can both reflect a teller’s (in)coherent
experience and its risk to well-being as well as construct a sense-making of that
experience, which in turn affects adjustment” (Koenig Kellas, 2018, p. 266). The
condensed examples of story types featured in Appendix F help to illustrate this finding,
which makes sense in the context of bereavement. Terminal illness disrupts the sense of
temporality that individuals and families have, transforming expectations of the future
(Frank, 1995). When someone loses a close family member to illness and has to cope
with that loss, it makes sense that their temporality is also altered by that experience.
Participants also expressed feeling stigmatized and silenced in the midst of their grief,
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which aligns with vast research regarding cultural perceptions of death and dying (Gire,
2014; Keeley, 2016). If we do not like to or allow ourselves to talk about death and
grieving, the story of our bereavement cannot be written.
The results of this study suggest that bereavement stories may be less coherent
than other types of narratives relating to illness because participants had rarely or never
had a space to tell them prior to their interviews. In order to develop more coherent
stories of grief and bereavement, individuals and families need to have access to care that
will give them opportunities to form those stories and engage in the functions of
storytelling within their families, including (re)constructing identity and coping (Koenig
Kellas & Trees, 2013). Additionally, if families can come to recognize, understand, and
express shared meanings of bereavement, they may be able to come to terms with and
cope with challenges of death and transform negative perceptions of support and care as
they move forward together.
Finally, the stories told by bereaved family members also revealed the importance
of care networks beyond hospice and palliative care services. No service will be a
panacea for the complex and vast needs that accompany dying, loss, and grief; nor will
all people want them to be (Aoun et al., 2018; Kemp, Ball, & Perkins, 2013; Rosenberg
et al., 2018). Kemp et al.’s (2013) conceptualization of convoys of care, or models of
dynamic and evolving care that is person- and family-specific—much in the way that
end-of-life care services aim to be—through merging formal and informal care. Respect
and deeply individual support for all involved in care lie at the heart of this idea. The
question then becomes how we can push for more equitable access and functioning of
end-of-life care for those who want it, and how we can support and develop new or
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existing equitable resources that fall outside of formal medical care settings. From there,
we can imagine and act on how to better support families in making sense of and
communicating within their bereavement.

Future Directions & Limitations
The future of this work is important and contributes to the field of communication
in many ways, especially as we look to the potential for translating work beyond
academic settings in order to support individuals and communities experiencing the
difficulties of terminal illness and bereavement. I previously proposed how this study
expanded CNSM theory into contexts of bereavement and health equity work,
specifically in terms of supporting Proposition 1. In addition, the bereavement story types
and connections between meaning-making and access end-of-life care offer much in way
of applied research and CNSM’s third heuristic of translational storytelling (Koenig
Kellas, 2018). For example, taking the bereavement story types developed here, end-oflife care programs could bolster existing bereavement services with sense-making and
narrative resources such as counseling, workshops, or other types of interventions where
individuals and families tell their stories and recognize their own bereavement meaningmaking processes (see Kellas et al., 2020). Additionally, despite the growing use and
access to end-of-life care, bereavement sense-making can and should be a part of
supporting family members and other loved ones beyond formal hospice and palliative
care services. In order to do this, visual representation and potentially empirically tested
models of bereavement stories could help to take grief work and bring agency and
understanding to those who often are reliant on grief therapists, counselors, support
groups, etc. to make meaning of their experiences. While it would not necessarily replace
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the need for these resources, it could be a helpful tool in the processing and recognition
of grief while conveying the power of narrative and broader communication work in endof-life and bereavement care. More longitudinal studies of bereavement stories would
provide further basis for the prominence of story types and help to develop narrativebased interventions for populations of individuals in their own unique bereavement
contexts.
Additionally, the findings of this study provide reason to and approaches to
addressing disparities in formal or institutionalized end-of-life care, especially for loved
ones who will or are bereaved due to terminal illness. Future directions for research
should continue to investigate the links between narratives and health equity at the endof-life and in bereavement; research like this can be foundational for advocating for
change across multiple levels from individuals and families, to end-of-life programs, to
public policies and larger medical institutions. Enhancing or rethinking the current
systems in place which do not adequately care for the vast majority of terminally ill
individuals or their families is vital. As Evans & Ume (2012) urged, this must be done in
a way that affirms the agency of individuals and groups that have been marginalized
outside of the systems of end-of-life and bereavement care, including “employing
collective models to decrease bias and reflect respect for the influence of families, local
healers, and larger social networks” (p. 5).
Although this thesis study has provided insight on bereavement stories in families
and obstacles and opportunities for improving end-of-life care, there are limitations
which must be acknowledged and used to structure these future directions. First, this
study was conducted in an exploratory manner regarding any and all bereavement stories
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from individuals who had lost an immediate family member. There were no restrictions
placed on a variety of demographic factors which may impact memory, meaning-making,
and perceptions of care. Participants had to be older than 19 years of age, but their ages
ranged widely, as did the ages (and illnesses) of the members of their families they
discussed. Age is an important aspect to consider in relation to death and dying;
researchers have shown that expectations of illness and death can impact how it is
understood, accepted, and made sense of (Goldsteen, Houtepen, Proot, Abu-Saad,
Spreeuwenberg, & Widdershoven, 2006). Importantly, the racial and ethnic
demographics of this study were also not representative of larger society nationally or
internationally. Twenty-one participants identified as white/Caucasian, and the remaining
four identified as Black American or biracial (Black/White). Narrative research,
especially work with communicated sense-making has focused primarily on stories of
white individuals and families. While this was not entirely the case in this study, we must
push for greater representation of stories from Black, Indigenous, Asian, and Latinx folks
in order to truly make meaningful claims regarding such shared yet unique experiences
such as death, bereavement, and grief. Participants also all lived in the United States;
beliefs and perceptions surrounding death and dying differ greatly worldwide so research
about death and dying should represent that as well (Gire, 2014; Kalish, 2019).
While the sample of 25 participants aligned with standards for narrative inquiry
and qualitative research (Braithwaite, Moore, & Abetz, 2014) and allowed for a deep dive
into the experiences of family communication in and around their bereavement, my final
research question in particular may be meaningfully studied through a quantitative lens in
order to more fully understand the patterns or even relationships between bereavement
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stories and access or quality of end-of-life care. Quantitative research also often calls for
a larger sample size, which would provide for an expanded analysis across cases while
also provide opportunities to ask further questions about perceptions and impacts of endof-life care on a variety of individuals from varying backgrounds and experiences. This
type of quantitative data may also be helpful in translating these findings to medical or
other settings where institutional barriers (e.g., funding, resources, personnel) may
require many forms of evidence to demonstrate the value of new findings.
Finally, as a qualitative researcher, I am aware that my own meanings, values, and
beliefs are intertwined with the results that I generated in this study. While I immersed
myself in high-quality and effective research methodologies including thematic analysis
(Braun & Clarke, 2006), narrative thematic analysis (Riessman, 2008), and cross-case
data analysis (Miles et al., 2014), the subjective nature of qualitative research means that
the bereavement narrative typology and patterns I identified between story types and endof-life care are emerging from my individual experiences and ways of knowing. Further
research on bereavement stories should continue expanding the quantity of bereavement
stories, number of researchers exploring and analyzing them, and the development of
specific criteria as to what determines each category of bereavement story, as well as the
factors that connect them to perceptions of end-of-life care.

Conclusion
In this study, I interviewed 25 individuals who were bereaved from a family
member’s terminal illness. Through analyzing their stories via thematic analysis (Braun
& Clarke, 2006), narrative thematic analysis (Reissman, 2008), and cross-case data
analysis (Miles et al., 2014), I shed light on family bereavement experiences and
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developed a foundation for looking into bereavement stories through the lens of CNSM
theory (Koenig Kellas, 2018). Results suggested that bereavement stories can help us to
understand what bereavement looks like for individuals and families, understand how
people make sense of their loss and grief, and even provide a window into end-of-life
care by illuminating differing sense-making based on participants’ access to hospice
and/or palliative care services. In this thesis, I began by building an argument for the
study of bereavement stories and end-of-life care by reviewing the relevant literature on
bereavement communication, storytelling, and the benefits and barriers to end-of-life
services. I then outlined the methods that I used to investigate family bereavement stories
and reported the results to each of my analyses. Finally, I discussed my findings in terms
of their implications to theory and practice, as well as addressed the future directions for
research and limitations to the study. In the future, bereavement stories can be used to
continue to expand our understanding of the needs of families in the midst of grief and
loss while also challenging current systems of end-of-life and bereavement support in
order to improve individual and family sense-making, coping, and well-being.
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APPENDIX A: RECRUITMENT SCRIPT (SOCIAL MEDIA)
RECRUITMENT SCRIPT & REMINDERS
Recruitment announcement: Used in online announcements on researchers’ social media
pages (e.g., Facebook, Instagram, Twitter, Reddit)
Losing a loved one to a terminal illness can be an extremely difficult experience for individuals
and families alike. Our families often serve an important role in grieving and dealing with a
member’s death. Many families rely on stories and storytelling as significant ways that they make
sense of and cope with the many emotions that accompany their loved one’s diagnosis and death.
I want to hear these stories and understand more about how to support families and storytelling in
the end-of-life and in the times that follow a loved one’s death. If you have experienced the death
of an immediate family member to a terminal illness at least one year ago, you are invited to
participate in a short survey and Zoom interview about your family’s stories of a loved one’s
terminal illness, death, and the time since their passing. In exchange for your time, you will
receive a $10 Amazon gift card.
If you would like to participate, please contact Cassidy Taladay at ctaladay@huskers.unl.edu
about your interest and to schedule your interview. I look forward to hearing from you!
If you are a UNL student in a Communication Studies course, your instructor may be offering
extra credit for participation in research studies. If this is the case, you may also earn extra credit
for participating in this study. Per the research compensation policy of the Department of
Communication Studies: Each study is worth a specific amount of research credits based on the
estimated time of completion outlined in the informed consent statement and protocol. In the
syllabus, the research credit compensation will clearly lay out the amount of course points for
each credit. Instructors who require research participation credit or extra credit for participating in
research, are required to offer non-research alternatives that take roughly the same amount of
time and effort to complete. Thus, students can also earn credit by completing activities that do
not require participating in research studies (e.g., attending research colloquium). Student
participants will receive 3 credits for participation in the current study.

Email script for screening, consenting, and scheduling interviews with participants: Used after
participants reach out indicating interest in signing up for an interview
Dear [potential participant name],
Thank you for your interest in participating in the research study about family stories and
storytelling following the death of a loved one to terminal illness. This study will consist of a
short online pre-interview survey and an approximately one-hour long interview via Zoom. We
will first need to schedule your interview, then I will send you the online survey to complete prior
to your interview time. If you could send me some potential dates and times that you are available
to interview in the coming week(s), I will set up our Zoom call and send you official details along
with your pre-interview survey that includes an informed consent form for you to agree to take
part in the study.
If you have any questions, you may contact us at ctaladay@huskers.unl.edu or jkellas2@unl.edu.
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Thank you for your time! Sincerely,
Cassidy Taladay
Dr. Jody Koenig Kellas
Department of Communication Studies
University of Nebraska-Lincoln

Reminder message: Emailed to remind participants confirming interview and sending consent
and pre-interview survey (prior to interview)
Hello again, [participant name]!
Thank you again for agreeing to take part in this research study. I am looking forward to talking
to you about your personal and family stories and experiences. Here are the official details for our
upcoming Zoom call:
Date:
Time:
Zoom Link:
Passcode:
Additionally, prior to our Zoom call, I need you to fill out this short online survey. This survey
will begin by asking you to consent to participate in the study assessing this workshop. If you do
not wish to participate after reading the consent information, please click “I do not agree” and
you will be directed out of the survey. Please note that in order to participate in the interview, you
need to provide informed consent and complete the survey. The survey will also ask for some
demographic questions and basic information about your family’s experience with terminal
illness and end-of-life care services. It will conclude by asking you to provide the contact
information of any other individuals who may be interested in participating in this research study.
Link to Qualtrics survey: [enter link here]
If you have any questions, you may contact us at ctaladay@huskers.unl.edu or jkellas2@unl.edu.
Thank you for your time! Sincerely,
Cassidy Taladay
Dr. Jody Koenig Kellas
Reminder Message: Sent to participants on morning of scheduled interview
Dear [participant name],
Hello! This is a reminder that you have signed up to participate in an hour-long Zoom interview
and research study about your family’s experiences with the death of your loved one from a
terminal illness. Please make sure that you have completed the consent information and online
survey that I sent in my previous email prior to entering the Zoom for our interview today.
Link to Qualtrics survey (if not already completed): [enter link here]
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If you have already completed the survey, thank you for your time and I look forward to seeing
you later today. As a reminder, here are the details of your interview:
Date:
Time:
Zoom Link:
Passcode:
Thank you again. If you have any questions, please contact Cassidy Taladay at
ctaladay@huskers.unl.edu or Dr. Jody Koenig Kellas at jkellas2@unl.edu.
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APPENDIX B: INFORMED CONSENT
IRB #: 20201220752EX
Participant Study Title: The Possibility of Care
Authorized Study Personnel:
Principal Investigator:
Cassidy Taladay
Secondary Investigator: Jody Koenig Kellas, Ph.D.

Office: (402) 472-2070
Office: (402) 472-2070

Key Information:
If you agree to participate in this study, the project will involve:
• Participants must have had an immediate family member (spouse, parent, sibling, child)
who died due to a terminal illness at least one year prior to the study.
• Participants must be at least 19 years of age or older, based on the age of majority in
Nebraska.
• Procedure will consist of completing an online survey and an approximately 1-hour
online Zoom interview about your family’s experience with terminal illness, death, and
the period since your loved one’s death.
• There is minimal risk involved in this study and you may opt out at any point in time.
• You will receive a $10 Amazon gift card upon completing this study.
• You will be provided a copy of this consent form upon request.
Invitation
You are invited to take part in this study about making sense of the experience of family
experiences of terminal illness and the death of a loved one. The goal of the study is the better
understand the stories that individuals and families tell of their experiences with terminal illness,
death and dying, and grieving after death.
Why are you being asked to be in this research study?
You are being asked to be in this study because you have indicated that you have had an
immediate family member (spouse, parent, sibling, child) who died due to a terminal illness at
least one year ago. You must be 19 years of age or older to participate.
What is the reason for doing this research study?
Losing a loved one to terminal illness can be an extremely emotional and challenging time for
individuals and families, but narratives and storytelling about difficult experiences can help
people make sense of their loss and cope. The purpose of this study is to (1) better understand
how families make sense of their bereavement and (2) to recognize the ways that access to endof-life services can impact that sense-making.
What will be done during this research study?
You will be asked to complete a pre-interview online survey that will take approximately 10-15
minutes to complete. The survey includes questions about your background, your experiences
with terminal illness in your family, and experiences with end-of-life care services. Then, you
will be asked to participate in an hour-long interview via Zoom about your family’s experiences
through terminal illness and following your loved one’s death.
How will my data be used?
Your data will be shared amongst the study’s researchers but will be kept confidential. Any
personal information that could identify you will be removed from the data and any written
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reports. Subjects information collected as part of the research, even if identifiers are removed,
will not be used or distributed for future research studies. Video and/or audio recordings will be
made of the Zoom interview, but these will be kept confidential and only accessible by the project
investigators.
What are the possible risks of being in this research study?
This research presents risk of emotional and/or psychological distress because the survey and
interview will ask you to reflect on difficult or challenging emotions related to illness and death
of a loved one. You can share as much or as little information about yourself that you feel
comfortable with. If you want to end your participation in the study at any time (during the online
survey or in the Zoom interview) you may do so.
You should be aware that Nebraska is a mandatory reporting state. Thus, state law requires any
person who suspects that a child has been physically or sexually abused or neglected to report it
promptly to the Nebraska Department of Health and Human Services. The researchers in this
study are legally obligated to report any disclosure regarding child abuse if it were to arise in a
workshop session or interview.
What are the possible benefits to you?
Reflecting on your experience with your family member’s terminal illness and the period
following their death may help you make better sense of it and reframe it in a more positive way.
However, you may not get any benefit from being in this research study.
What are the possible benefits to other people?
Results obtained from this study will be used to help researchers better understand the terminal
illness and bereavement experience, as well as to design future interventions that can help
families cope with the challenges accompanying loss and using end-of-life services.
What will being in this research study cost you?
There is no direct cost to you to be in this research study. You will need to provide your own
technology to access Zoom for the survey and interview session.
Will you be compensated for being in this research study?
All participants who complete the study will receive a $10 Amazon gift card in exchange for their
time. Additionally, if you are a University of Nebraska-Lincoln student, you may receive extra
credit if it is offered at the discretion of the instructor.
What should you do if you have a problem during this research study?
Your welfare is the major concern of the investigators in this study. If you have a problem as a
direct result of being in this study, you should immediately contact one of the people listed at the
beginning of this consent form.
How will information about you be protected?
Reasonable steps will be taken to protect your privacy and the confidentiality of your study
data. Data collected in this study including electronic survey files, audio files, and video files
will be stored on a secure server (i.e., Box) and will only be seen by the researchers. All research
records, including audio and video data, will be kept indefinitely by the research team in the
secure server.
The only persons who will have access to your research records are the study personnel, the
Institutional Review Board (IRB), and any other person, agency, or sponsor as required by law.
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The information from this study may be published in scientific journals or presented at scientific
meetings but the data will be reported as group or summarized data and your identity will be kept
strictly confidential.
What are your rights as a research subject?
You may ask any questions concerning this research and have those questions answered before
agreeing to participate in or during the study. For study related questions, please contact the
investigator(s) listed at the beginning of this form.
For questions concerning your rights or complaints about the research contact the Institutional
Review Board (IRB):
•
•

Phone: 1 (402) 472-6965
Email: irb@unl.edu

What will happen if you decide not to be in this research study or decide to stop
participating once you start?
You can decide not to be in this research study, or you can stop being in this research study
(“withdraw’) at any time before, during, or after the research begins for any reason. Deciding not
to be in this research study or deciding to withdraw will not affect your relationship with the
investigators or with the University of Nebraska-Lincoln. You will not lose any benefits to which
you are entitled.
Documentation of Informed Consent
You are voluntarily making a decision whether or not to participate in this research study. By
clicking on the I Agree button below, your consent to participate is implied. You should print a
copy of this page for your records.

I agree

I do not agree
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APPENDIX C: PRE-INTERVIEW SURVEY (QUALTRICS)
Thank you for consenting to take part in this research study. Now, I would like you to answer a
few questions about yourself, your family, and your family’s experiences with end-of-life care.
First, please answer these questions about yourself.
Demographics: Individual
1. What is your name? (Email collected from Qualtrics link)
2. What is your current age?
3. What is your biological sex?
a. Female
b. Male
c. Other
d. Prefer not to answer
4. What is your race/ethnicity? (How do you identify in terms of race/ethnicity?) (Fill in
answer)
5. What is your family’s race/ethnicity? (Fill in answer)
6. What is your highest level of education?
a. Some high school, no diploma
b. High school diploma
c. Some college, no degree
d. 2-year Associate’s degree
e. 4-year Bachelor’s degree
f. Master’s degree
g. Doctorate degree
7. If you received a college degree, in what field did you earn that degree? (Open answer)
8. What is your present religion, if any?
a. Protestant
b. Roman Catholic
c. Orthodox (Greek or Russian Orthodox)
d. Church of Jesus Christ of Latter-Day Saints
e. Jewish
f. Muslim
g. Buddhist
h. Hindu
i. Atheist (Do not believe in God)
j. Agnostic (Not sure if there is a God)
k. Other (Please specify)
l. Nothing in particular (Please specify)
9. What is your political affiliation, if any?
a. Republican
b. Democrat
c. Independent
d. None
e. Other (Please specify)
10. Where were you born?
11. Where do you currently live?
12. What is your household’s total average annual income?
a. $20,000 or less
b. $20,000 to $29,000
c. $30,000 to $39,000
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d. $40,000 to $49,000
e. $50,000 to $59,000
f. $60,000 to $69,000
g. $70,000 to $79,000
h. $80,000 to $89,000
i. $90,000 to $99,000
j. $100,000 or more
13. Are you married? Y/N
a. If yes, for how long?
b. If no, how would you characterize yourself currently?
i. Single
ii. Dating
iii. Engaged
iv. Cohabiting
v. Separated
vi. Divorced
vii. Widowed
viii. Other (Please specify)
14. Do you have children? Y/N
a. If yes, what are the ages of your children?
b. If no, continue on to Family Demographics questions.
Now, please answer these questions about your family, including the family member who has died
from a terminal illness (at least 1 year prior to your participation in this study).
Demographics: Family
15. Please list all of the members of your immediate family (parents, siblings, spouse,
children).
16. Who was the member of your family who experienced a terminal illness?
a. What was their relationship to you?
17. What was the loved one who died diagnosed with?
a. Approximately when did they receive this diagnosis?
b. Approximately long did they live after their diagnosis? (When did they die?)
18. How often do you talk to or spend time with your immediate family members?
a. Every day
b. Every week
c. Once a month
d. 3-4 times per year
e. 1-2 times per year
f. Not at all
g. Other (Please specify)
19. When, if at all, you talk to these family members, who do you talk to?
Finally, please answer a few questions about your personal and family experiences, if any, with
end-of-life services.
Experiences with End-of-Life Care Services
For the purpose of this survey, end-of-life care services are defined as “any form of care formally
provided by physicians, hospitals, or other medical institutions to individuals and families at the
end of a member’s life, which aim to provide interdisciplinary resources that enhance the quality
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of life for both individuals and families.” These services include palliative care and hospice
services.
20. According to this definition of end-of-life services, did/has your family utilized end-oflife services with your loved one that died from a terminal illness? Y/N
a. If yes:
i. What services have you used? (Select all that apply.)
1. Palliative care
2. Hospice
3. Both palliative care and hospice
4. Neither palliative care nor hospice
ii. What services were offered to you and your family? (Select all that
apply.)
1. Palliative care
2. Hospice
3. Both palliative care and hospice
4. Neither palliative care nor hospice
b. If no:
i. Would you say that these services are something that you know/knew
about? Y/N
1. If no:
a. If you had known about these services, would you have
liked to have used them? Y/N
b. If you had known about these services, which aspects (if
any) do you think you, your loved one, and your family
would have made use of? (Select all that apply.)
i. Palliative care
ii. Hospice
iii. Both palliative care and hospice
iv. Neither palliative care nor hospice
Thank you so much for your time. Prior to your scheduled interview time, you will receive a
reminder email from me (ctaladay@huskers.unl.edu) with interview details. If you have any
questions or concerns, please reach out to me at ctaladay@huskers.unl.edu.

APPENDIX D: INTERVIEW PROTOCOL
INTERVIEW PROTOCOL
Thank you for talking with me today about your family’s experiences with terminal illness. My
name is Cassidy Taladay and I am currently a graduate student at the University of NebraskaLincoln. I am studying the ways that family stories and family communication are impacted by
end-of-life care. I’d like to take a minute to review the informed consent form that I sent to you
via email.
[Review informed consent]
Thank you. Now, I am going to begin recording us talking. All information recorded in this
interview will remain private and confidential. When transcribing our interview, I will remove
any identifying information, as well. [Start recording]
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Part 1: Individual and Family Background
I’d like to start by getting to know a little more about you and your family. You’ve already
provided some details on the pre-interview survey that you completed, but I’d like to take some
time to recall details and dig a little deeper into some aspects, as well.
1. To begin, whose illness and death will we be discussing today?
a. What is their name?
b. What was their diagnosis?
c. How old were you when they died (how long ago did they die)?
d. How would you describe the nature of your relationship with this person?
2. Who are all of the members of your immediate family?
a. How would you describe the nature of your immediate family’s relationships
with [loved one’s name]?
b. Were there any other family members involved in the care or dying process with
your loved one?
i. If yes, who were they?
ii. What was their relationship to the loved one/the family?
Part 2: The Diagnosis to Bereavement Story
3. Now, I would like you to tell me the story of your family’s experience with [deceased
loved one’s name]. Provide as much detail as you are able and willing to share.
*NOTE: Let them decide where to begin the story. If they ask when, prompt any time after loved
one’s diagnosis.
a. After story is told: Thank you for sharing your story with me.
4. What emotions would you say that you experienced during the course of your story?
Diagnosis
a. When you learned about the diagnosis, what emotions did you feel?
b. What emotions did your family feel upon diagnosis?
c. How did you and your family talk about those emotions that you felt?
i. What did you talk about?
ii. What, if at all, did you not talk about?
Dying Process
d. During the dying process, what emotions did you feel?
e. If they were different, what emotions did your family feel during the dying
process?
f. How, if at all, did you and your family talk about your emotions that you felt
during this process?
Since Death
g. Since your loved one has died, what emotions have you felt?
h. What emotions have your family felt or expressed?
i. How, if at all, have you and your family talked about the emotions that you have
felt since [loved one’s name] died?
5. Bereavement Story: I’m specifically interested in hearing more about your family’s
communication since your loved one has died. Can you please tell me your family’s story
since the time that [name of loved one] passed away?
6. Overall, what would you say has:
a. Changed about the way your family has talked since your loved one was
diagnosed?
b. What, if anything, has changed since they died?
c. What has stayed the same since diagnosis?
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d. What has stayed the same since they died?
e. How, if at all, have those changes affected you personally?
f. How, if at all, have those changed affected your family overall?
7. In an ideal world, what, if anything, would you have changed about the story that you just
told of your loved one’s terminal illness?
a. Why would you have changed that?
b. What impact do you think that would have had on your family’s communication?
Part 3: Access to & Experiences with End-of-Life Services
In the next part of our interview, I’m going to ask you questions about your family’s experiences
with resources during your loved one’s end-of-life journey. You answered a few questions about
this in your pre-interview survey, and I’d like to expand on them some more.
For the purpose of this survey, end-of-life care services are defined as “any form of care formally
provided by physicians, hospitals, or other medical institutions to individuals and families at the
end of a member’s life, which aim to provide interdisciplinary resources that enhance the quality
of life for both individuals and families.” These services include palliative care and hospice
services.
8. According to this definition, did or has your family used end-of-life services?
a. If yes:
i. Tell me more about the services that you used.
1. Specifically, what services have you used (if any) since your
loved one has passed away?
ii. Describe how you used those services.
iii. Were there any services you did not use?
1. Why did you not use them?
iv. How would you say using these services impacted your family’s
experience dealing with your loved one’s illness and death?
v. Thinking again specifically about the services you’ve used since they
died, how, if at all, have they impacted your family’s experience?
b. If no:
i. Did you or your family know that services like these existed when your
family member was diagnosed with their illness?
1. If yes:
a. What did you know about those services?
b. How did you view them?
c. How did your family view them?
d. Why did you choose not to use them?
2. If no:
a. If you had known, would you have used them?
b. Why or why not?
c. What, if any, advantages do you think they would have
had for your family?
i. Specifically, what advantages do you think they
might have had for the way that your family
talked/s about this experience?
d. What, if any, disadvantages do you imagine they might
have had on your family?
i. Specifically, disadvantages for the way your
family talked/s about this experience?
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9. If you know, what were your family’s interactions about end-of-life care services like for
[name of deceased family member]?
a. Why do you think that the interactions were like this?
b. What topics did you/they discuss?
c. What topics did you/they avoid?
d. What conflicts arose, if any?
e. What did people agree on, if anything?
10. What, if anything, has your family done to deal with the loss of your loved one?
a. What resources outside of medical settings (like hospitals or doctors) have
you/they used since diagnosis?
b. Specifically, what resources have you used since [loved one’s name] died (if
any)?
c. How have these impacted the way your family functions?
d. Do you have other people who have played a part in this experience?
i. If so, how have/did they support or care for your family?
ii. What did/have they said that has made you feel supported?
iii. What impact has that had on you or your family?
11. What do you wish, if anything, would have been different in your family’s experience at
the end of [loved one’s name]’s life?
a. Specifically, what resources or services would you have changed, if any?
i. How would you have changed them?
12. Finally, in summary, how do you feel that the resources you and your family had have
impacted their overall experience?
a. If not addressed: How do you feel they have impacted your family’s relationships
since [loved one’s name] passed away?
[Turn off recording]
Thank you so much for your participation in my research study today and sharing your personal
and family experiences with me. Care for those who are dying of terminal illnesses and their
families is such an important topic to continue exploring and opening access up to all those who
may want to utilize it. Do you have any questions, concerns, or insights from the interview or
study?
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APPENDIX E: DATA CONFERENCE
Cassidy Taladay
Thesis Data Conference: March 5, 2021
“The Possibility of Care: End-of-Life Obstacles & Opportunities Emerging from the Stories of
Bereaved Families”
Study Background
• Recruited immediate family members (spouses, siblings, parents, children) of individuals
who had been diagnosed/died from terminal illness at least 1 year in advance of study
• 25 participants interviewed (18 females, 7 males)
o Education: 1 high school diploma, 3 some college/no degree, 2 Associate’s, 6
Bachelor’s, 9 Master’s, 5 Doctorate
o Religion/belief system: 3 Church of Latter-Day Saints, 1 Agnostic, 2 Jewish, 2
Roman Catholic, 9 Protestant, 2 Christian, 1 Episcopal, 3 Atheist, 2 “Spiritual”, 1
“Non-theist”
o Family members lost: Mothers, fathers, siblings, spouses (no children)
o Illnesses of family members: Cancers (leukemia, breast, lung, liver, etc.), heart
disease, COPD, pulmonary fibrosis, antiphospholipid syndrome
o Use of end-of-life care: Palliative care, hospice, none (other)
*Overall comments/impressions?
*What can be condensed in RQ1? Or any idea that needs shifted around?
*Taking RQ1 to develop structure for RQ2
RQ1: What are the meanings, values, and beliefs that emerge in the telling of family
members’ bereavement stories?
1. Affirming Identity: The story indicated the important role that the deceased loved one
played in the family, including who they were, the significance that losing them had on
the storyteller, and how they viewed that person.
• “And I remember she was really upset because they had shared her head again and then
they, she had this port sticking out of her head. And she would tell me like, people are
afraid to see me. I don’t like it, and she didn’t want to go out. And it was really hard
because I was trying to tell her that she was beautiful. You know, with, because she
would say the stereotypical things like, Well you’re my daughter, you have to tell me I’m
beautiful, and things like that. And I’m like, No, you are. Like, look how much you’re
fighting” (6)
• “My brother was someone who was always very, very open hearted and caring. He had a
lot of people who he called friends. And so he had the community, a lot of Members of
the Community who he could call and a lot of people who rallied around him a lot of
people who came and showed love and who showed support... in a way that he has
always shown up for a lot of people right, and so I was able to see people in many ways
reciprocate that.” (15)
• “I had been married for a year when he got sick. And what, how I like to describe it is,
you know, I had been waiting for my adult life with my parents to start. Um, waiting to
you know, start going on those adult trips with my parents. Starting to you know, really
develop that adult relationship. My dad was my hero, he still is my hoer. But like, I feel
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•

like if it had been a couple of years later, it would have, we would have really developed
that adult relationship.” (5)
“You know, because up to that point she felt like, she had Stage 4 cancer. Who was going
to invest time and love in her when you know, she didn’t know how long she had? And
she said, you know, it helped her understand how someone could do that because when I
passed out, she didn’t know my medical history or she didn’t know if I was having a
heart attack or a stroke or what. But she knew that whatever it is, she was all in. Yeah, so
that kind of helped her understand where I was coming from” (14)

2. Honoring Legacy: Yearning to respect and remember the family member in terms of their
wishes, memories, artifacts, or overall legacies in life.
• “The man who came over to give us the air mattress was telling me that, telling us that
his grandfather died when he was really little, so he doesn’t really remember him. But he
said that his mom loved to, loved to talk about his grandpa, grandpa so much that he felt
like that he knew him, that he was part of his life. So much so that when he was an adult,
he ended up changing his last name to his mom's maiden name because he felt like that's
who he was, you know, like and who he identified with. It kind of resonated with me that,
that these stories. That's why, when I started thinking about story sharing, that our life,
the book of our life is like, lights. You know, that we drop these stones and I feel like my
mom has left all these lights about who she was written down, but it's up to me to
continue to tell um, her story, even if it's really hard because I miss her so much.” (1)
• “My sister-in-law took a picture of all of our hands. So, his hand in mine and then
[daughter] and [daughter] and [son] and [daughter], which she put into a, I have a frame
that has the last picture of the 6 of us together. And um, then this picture of our hands.
And um, that she put together and that she made for each of the siblings.” (23)
• “We were sitting around the conference table at the funeral home. And I said, well, Mom,
what did Dad want? She looked at me, she's like, What do you mean? I'm like, what did
Dad want? And she's like, I don't know. He was, he was, he wasn't supposed to die. And
in my head I thought, we were given a gift of an extra 12 weeks, but those were not
weeks we were supposed to have based on what all of the statistical analysis showed us. I
didn't say it, in my, in my head, I said to my husband later that day, and I've said it
hundreds of times since. But I'm like, we were given a gift and you couldn't even find out
what he actually wanted? Because in my head, I would have thought he would have
wanted to be cremated like his parents, because he wouldn't have wanted us to spend a
whole bunch of money on a funeral. But instead, we got this fancy ass casket, and buried
him. And I was just like, I don't think that's what Dad would have wanted, but I, it was
like with the autopsy. I felt like I couldn't ague with her in those moments.” (25)
3. Shifting Support: The dynamics of family (and outside) support that helped, hindered, or
shifted in dying and bereavement.
• “I was the one saddled with the most of it. While at the same time trying to take care of
myself, work full time, take care of my husband, take care of a house that's falling down
around my ears. Irritation that I just did not have the support that I wanted.” (4)
• “My dad relied heavily on me for things and I, I was in charge of calling everyone when
she died to tell her family and things that she passed that day. And um, I was the one who
sent out all the invites to her funeral, and I was the one who scheduled her, you know,
and I think that I didn't know it at the time, but I was mad at my dad, too. Because I felt
like a lot of the things I was doing, he probably should have been doing. As the other
parent/adult, more adult than I was.” (6)
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“Looking back at it and being so grateful for my husband, who was so helpful and never
batted an eye. Never texted me and said, oh, these kids are driving me crazy and never
put any of it back on my shoulders. And I was able to leave the house, I was able to truly
leave the house. But um, so that sticks out a lot to me about that story. Just looking at that
and being very grateful for our marriage and our relationship.” (21)
“And for me, now, having two deceased brothers, I struggle because I'm always thinking
about you know, my life expectancy, for one. Main concerns in that area and that, me,
constantly having to prioritize and feeling triggered out of anything. Like if I, if I bumped
the toe right or if I feel like if, if I have a headache oh my God what's happening to me?
Right, am I going to die right, and so I have this extra layer of stress and pressure, just
because you know I've experienced two deaths of my siblings um, but I also have the
heightened pressure of, I can’t allow my mom to lose another son. I’m the last one that
she has right, and so there there's this, there's this pressure that I feel in the decisions that
I make on a day to day to keep myself grounded and healthy and well, that, and that are
in some ways stressful.” (15)

4. Evolving Belief: The movement of faith/religious/spiritual beliefs due to the illness and
loss of a loved one. Emerged in the forms of questioning, crises, deepening, and relying
on faith/religion/spirituality/church to make sense of illness/death/bereavement.
• “Everything that we learned and everything that we believe in helped us cope with the
loss because I, if, if all of us did not believe in anything, I think it could be difficult for us
to cope with a loss.” (3)
• “I guess one of the questions I always had after her death is the black spots. So that's the
thing of having like, brief bouts of like, believing that there is no such thing as God, that
there are definite, that our life here is just a fluke. And it, all what made her special and
wonderful are gone. And it, I should just let it be. Um, I keep thinking, thinking you
know, if there is a God and she's in Heaven (and she would be), I could end up missing
my chance to be with her again. Um, and so I'm, I get pulled out of those black spots
when they happen, but they were pretty bad. And you can't really talk to anybody... So I
don't really know if I can use my church much, and that's been, I start to feel more
isolated.” (7)
• “I would say she was a hardcore atheist. Which, I have been but I’m not so much
anymore. I uh, I don’t know. I’m not arrogant enough to say I know, I mean, the answer
to everything. I mean, that’s unknowable.” (24)
5. Looking Forward: The tendency for the storyteller to make sense of their experiences and
loss by giving back, serving others, or making a positive impact due to their own
experiences with grief/loss/bereavement (generativity).
• “That's what I do when I talk to a new member of our "club". I always say, I'm sorry for
what you're having now, and I'm sorry for what's coming. Just because that puts their
head, it puts them down the path that it's gonna be bad.” (7)
• “Oh, damn it, I wish she had told me. And I'm, looking back, I wish my mom had been
empowered more to be confident in telling people. Like, this is a choice I made for
myself and I wish I had had more space to talk about it, too, because it's my story now
too, and, but I feel so protective of her because she was so private... I might start doing
more public advocacy on this subject because it could be very different for families.” (20)
• “So I sent her [name]’s teaching materials, etc., and uh, she’s going to use that stuff to, to
teach the class. Um, I guess next semester. She’s putting it together. So, you know, it was
really cool. Beyond the memories of the person, so when, I’ve gotten so many letters and
notes from people that she inspired. And it’s amazing to read those things. But it’s really
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cool to think that you know, she was an amazing teacher and somebody else is gonna
take her work and continue it.” (14)
6. Time Together: Recognizing or desiring spending valuable moments together as a family
and with their deceased loved one. Particularly, in the form of travel, adventure, and
coming together (before and after death).
• “Our mother, she felt like my sister wouldn't be here long. So she talked with us and she
said, let's continue to spend time with her, show her the love that she deserved. So we all
did that. You know, and my mother was right. She didn't live long, so I'm glad that we
listened to her, you know.” (2)
• “I would have taken more time off with her. I would have uh, you know, she wanted to
see the boys and we had our wedding anniversary and so I bought business-class tickets
to go to Phoenix. And she had never flown business-class before, so I got a wheelchair
for her and we met at the airport in Phoenix, and we got a nice car she could, you know,
ride comfortably in. And we went to visit the boys. And she got to spend time with each
of them, you know, one on one. She got to spend time with her daughter-in-law, she got
to play with their dogs and she got to have a nice weekend. We have a picture of us
eating ice cream cones at this tourist stop outside of Phoenix and I look at that picture and
I think, two months later she was dead. You know, it's like, you'll never, you'll never
really know what you got for tomorrow. And I would have spent more time with her.” (7)
• “We had a whole bunch of people came over and we got to sit around the bed. And we
began just sharing and singing hymns, and um, everybody took a turn. My sister was able
to talk, um, then we sang something else, then my other sister was able to talk. And we
started to sing something else, and we got one verse into it and I said, it’s my turn. And
so I held my dad’s hand and if I get emotional, I apologize. I thanked him for adopting
me and taking me in and raising me to be the man that I was. And that everything was
okay, he could go. That the family would be okay. And there was a slight squeeze of my
hand, and one final exhale. And so, he was gone. And then we sung, we finished singing
that hymn.” (22)
7. Sharing Suffering: Communicating with individuals within and outside of the family who
have experienced similar losses and can understand emotions, perspectives, and/or needs
• “I really would have loved if I could have found someone who had gone through the
same experience, you know, who could share with me and tell me that this is what
happens. You know, and how to adjust. Someone to have that experience, you know,
someone who has experienced that... I think if I'd found a, found someone with the same
experience that I've gone through too have been, I would have been in a better position
because I would have had information prior to her death, you know, and I think I would
have reacted differently.” (18)
• “I knew it was going to be hard and it has been but one of the things about having a
sister-in-law here and a daughter who was also here who had walked this road, I watched
them. And they were both incredibly strong… Um, so I am surrounded by some pretty
incredible women who have done this. And so, I know I can do it too... I've watched
other people do this, I can do it. I don't have to like doing it, but I can do it.” (13)
8. Marking Time: Noted the changed perceptions of and communication surrounding dates,
times, holidays, times of year due to the loss of and remembrance of deceased family
member
• “My mom was born on Christmas day so we just, even with COVID and things, we were
just like, we can't be apart this year. And Christmas was really important to her. And we
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•

did some things differently that we wouldn't have done without her. We're really big
musicians and recorded a christmas CD every year. We didn't do it this year, just because
she basically did everything and i think in her absence, we're just tired, you know, tired
emotionally. We did play music together, which was really hard, but also really nice.”
(17)
“And apparently, he talked to [daughter] and [daughter] at least, I know he talked to those
two because they told me later. He said uh, he told [daughter] later, he said, I’m gonna try
to make it to our anniversary. And um, he, so he made that goal… And apparently he told
the kids that he was going to make it to my birthday, which was, which is seven days
later. And he told, I think he told all of them, everybody but me, he said, I don’t want to
die in September because I don’t want Mom to hate her birthday.” (13)

9. Living With(out): Recognition of the daily experience that is dying, grief, and
bereavement for those who carry on living.
• “Grief isn't something that leaves. It's always part of the fabric of who you are.” (13)
• “I don't know. Because even throughout, before she passed, I said what's the point in
crying now? I'm gonna cry the rest of my life, like, I have my grandparents, my
grandmothers will still talk about their mothers and cry. And I'm like, you're 91. Okay,
you still will talk about your mom and you'll still get upset. I don't need to rush into
feeling upset, just for the sake of feeling upset like, I have to, I have to push through right
now. I don't have a choice.” (11)
• “I was not really well-prepared for my dad’s passing in my opinion. Because I didn’t
want to believe that it could happen to him. And so, um, because I told you earlier that I
thought of my dad as my best friend, if problems came up, I would reach out to him, I
would say, several years after his death, something would come up and I needed answers
in my life, I would call, just instinctively call. Mom would answer the phone, then I
would realize oh my gosh, dad’s not there. And I would act like I had called my mom on
purpose.” (22)
10. Recognizing Reality: The tensions between recognizing what the reality of the situation
(illness, death, bereavement) is and the desire to hope for healing, things to get better,
keep own or others' hope alive. (Persevering Love)
• “I was cognizant I was going to lose her, you know? Um, and that’s, that’s a weird, it’s a
weird dichotomy. You’re celebrating this while mourning this, ahead of time.” (14)
• “I also remember talking to my husband saying, you know, we know what's going to
happen. We know what the rough timeline is but I'm not ready yet. I think for a long
time, it was just talking about it to kind of get me used to the idea. Because I just wasn't
ready. And you never are.” (24)
• “When my brother heard that, my brother told me later that he didn’t Google, mom told
him not to, so he didn’t. He didn’t look into it, he just believed that when she said she
was gonna get better, she was gonna get better. He knew that. And I knew from day one
that, I had resigned myself, and I don’t know if it was God just trying to prepare me, if
it’s just the way my brain works, I don’t know. But I had resigned myself from day one.
My mom is just going to die, now we have to figure out when and what that looks like.”
(21)
RQ2: How, if at all, do the meanings, values, and beliefs reflect types of bereavement stories told
by bereaved family members?
RQ3: What, if any, patterns emerge between bereaved family members’ stories, as it pertains to
their access and utilization of end-of-life services (e.g., hospice, palliative care)?
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APPENDIX F: BEREAVEMENT STORY TYPE EXAMPLES
PAST BEREAVEMENT STORY EXAMPLE (PARTICIPANT 16)
My dad was disabled several years before he became diagnosed with cancer. He had benign
tremors, so his hand shook very bad. And then he fell when he was working in a paint factory and injured a
knee. Um, and of course, the argument then was, well, if he couldn’t stand on his feet and work, that he
needed to do something with his hands. Remember first of all, that my dad was always a laborer. He was
not a stupid man, but he felt like he struggled more than what he really did. But he couldn't do things with
his hands, anyway. So he took a disability and my mother was still working as a nurse. She took great pride
in reaching 50 years. She semi-retired when my dad was diagnosed, I believe, maybe shortly before, to take
care of him after a surgery. Um, he had different things, like he had a perforated bowel one time, he had
knee replacement surgery. And that semi-retirement really became permanent, but she reached the 50-year
mark and that mattered a great deal to her…
… he passed away um, May 5th, 2018. I know we had him out of the house December of 2017,
because it was my grand, my, his great grandson son's birthday party and I picked my parents up, they had
a van that dad could take his wheelchair into by then. And so I drove, mom didn't, and I picked them up and
took them to that party. And actually on the way back, we like to explore the country, we, like I said, we
grew up very rural. Dad liked nature, probably one of the hardest things was when he could no longer fish
and hunt. And so we spent some time that day exploring a nearby small town, that was the last time he was
probably really out. But otherwise, people came and visited, he would get himself up out of bed, slide into
his wheelchair, go into the kitchen table. By then, he didn’t watch TV, although he used to really like to.
Um, but he’d sit at the table and smoke cigarettes still. He had started when he was about 12 and never quit.
Drink coffee all day, take a nap in the afternoon, get back up. Um, the nurse practitioner nearby would
come by every day after work. Sometimes she would spend the night nearer to the end, but, but often not.
She lived a few blocks away from this in this very small town. And the last probably seven to eight months,
I would leave from school and go up, about an hour and a half drive, and be there and come home on either
Sunday evening or Monday morning and go straight to school. My son, my youngest son is grown. He was
already grown by then, he and my husband could make do, they did fine. Um, I would, near the end, Mom
got pretty frail, too. I would go on the weekends and package things for them to have. It was a way to
encourage both of them to eat, and so the refrigerator would be full, whatever they wanted I'd go to the
grocery store, buy the groceries…
They would always insist I took their vehicle and package things. I say my sister and I tag-teamed,
because we rarely saw each other. I would text her when I got there and say hey I'm here, and if I had any
concerns, I could always text her. I don't know that I ever, she ever needed to come, medically, you know.
But and then you know I'd say, well I'm gonna leave after bit, you'll, you'll be checking in on him? Yeah,
yeah that's fine. We did have hospice and there was a nurse that came once a week or so, especially near to
the end. My dad had been hospitalized several times, just with different illnesses, UTIs and those sorts of
things. And while he was hospitalized in that small hospital, there was a CNA that he kind of attached to.
Her name was [nurse], which is interesting in and of itself. My dad was an extremely personable person,
um we always said he would talk to a rock and he would. If he didn't know you when he saw you, he would
know you or you would know him before you were done. And he and he kind of latched on to [nurse]. And
so, he didn't want hospice care in terms of bathing and such, but Hope would come and bathe him twice a
week, once a week nearer to the end. It just was harder. Um, in fact [nurse] and [nurse], the hospice nurse,
were listed in dad's obituary because he insisted, and we still keep in touch with [nurse]. Um, Dad died on a
Tuesday and on Saturday, Sunday, he got up and got himself into the wheelchair, sat at the table, things
were pretty normal. Went to take a nap and after the nap, I couldn’t get him up. Like, he was a big man. He
probably weighed 300 pounds, he was six four when he was at his tallest. And I just said, Daddy you know
we're not going to be able to do it. Just, he didn’t have any strength then. So he stayed in bed. I remember
he and I sitting on the edge of the bed, we were watching a robin out the front window. I cooked him a side
pork, like thick bacon and Morel mushrooms and I took them in and we sat there. And you know he told
me, he said, [participant]. I asked, I said Daddy are you afraid, are you scared? And I had no idea, I really
had no idea how close we were. And he said, afraid of what, dying? And I said yeah. And he said, No, I
know where I'm going, he said, And I'll be waiting for you…
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Well I ended up falling back asleep in the bed, and I curled up on the hospital bed there in his
room then. I don't think I slept anymore, and when he and mom woke up that next morning, I said, I’ve
made a decision. I said, I’m going to take a leave of absence from school and I'm going to be here with you.
And you know, I mean, my plan was, I had about three weeks of school left there. I’d take my sick days
and it’d cost me about a week, and then we’d be into the summer and, and he said okay. And I knew when
he said okay that um, he really wanted me to be there. And so, when I talked to my sister that Sunday night,
I said I'm taking a leave of absence and I’ll fill out the paperwork tomorrow and I'll be backup, you know,
tomorrow evening. Monday, and I’ll be there. And she said okay, and so I filled out all the paperwork on
Monday at school and such. And I actually had kids for tutoring on Monday afternoon, and I got a call from
my sister about 3:05 and she said, you need to get up here. She said, I moved Daddy to the hospital bed this
morning and you need to come. And so I did, I drove like a bat out of hell. And um, he was kind of out of it
when I got there, but he knew that I was there. And um, we talked a little bit and I sat by his bed and at one
point he said, um, he said something about, it’s not going to be very long. And he said, why don't you go
get the others? And so, they were in the living room and I went and got them, and you know we thought,
maybe that was it. But it wasn't, he hung around. All of my sisters were there, my mom was there, two of
my niece's were there. We were there all night, and Mom sat, we moved the recliner beside his bed and
mom sat on one side all night and I sat on the other. And so the next morning, we were up and around and
such and the nurse practitioner sister went to take a nap and I laid on mom and dad’s bed in their room to
take a nap. Mom was at the kitchen table, my niece was sitting beside him. The other niece who’s now a
nurse was in the other room. One sister went to shower, one sister went to get her hair done, and the next
thing I remember was the nurse practitioner sister waking me up and saying, He’s gone… We just had a
visitation and a service together and one of the great-grandsons was, he was about 3 at the time, he was like
climbing one of the pole, like banshees, and Dad would have loved it. And if he had been there, he would
have been teasing and tormenting him. So you know, that's kind of dad’s story…
…So… there's actually some positive that comes out of knowing that somebody is dying. Because
you do get to, you know, they made decisions and we honored their wishes about everything. They didn't
have much money, they had each a little bit of life insurance, enough to cover their services and not much
else. It is in a trust fund for the great grandchildren, it will grow interest you know, the youngest of them is
a freshman in college. I believe they get it when they’re 25. It won’t be a huge amount, it didn’t matter.
That’s… we three, we four girls are grown, we have professions, we have families, we have homes. Um,
we didn’t care what we got anyway. The grandchildren um, I do remember, my mom always wanted to do
what she could for others. Uh, and my son is an apprentice, the youngest one… right after my dad passed,
mom paid for his tuition, books the next year, about $800. And when she knew she was terminal, she wrote
him a check for that year’s. Um, what they wanted for their services, what they wanted in terms of burial.
Just, everything that they would want, the way they would want it. What they wanted their legacy to be.
Um, things you know, like I said, conversations that we got to have. Um, even putting together pieces of
things we didn't remember, we didn't know. Um, there is some beauty to that. I don’t, I don’t know if it
would make it easier if it was, was a really young person. You know, like if it was your child and they were
12 and had cancer. As a teacher, I see a lot of things. I’ve lost a lot of kids to a lot of reasons over the years,
and the car accidents, the overdoses, the suicides. I just lost one this winter, are really, really hard. You
know, those sudden deaths. With a young person I don’t know if it’s easier, if you know in advance. Um, I
think it was easier with my parents… My family always ended a phone call with I love you. Um, every
time I saw my parents, I was at their house, they were at mine, we were in a public place we parted with I
love you and a kiss. Always, always, always. It just was the way that we grew up… So, that again is part of
how we were raised and part of a legacy. My daughter, not so much my sons, the younger one more than
the older one, but my daughter is going to be 37 and we always finish the conversation with I love you. So,
um, but yeah, I wish my mom hadn't been so bad so long. Even if it meant that those five weeks and two
days were shorter, I wish the bad days had not been so many. Because it was hard on her, she was aware for
a lot of it and it’s rough, it was really rough, so.
PRESENT BEREAVEMENT STORY EXAMPLE (PARTICIPANT 17)
So I guess I'll start off with just by saying that my family was very supportive but it's hard for me
to, to pull them into my experiences with [wife]. I guess both my parents have lost both of their parents, but
they made it into their old age, and again, they’re supportive through the process but of course I think
[wife]’s and my journey through her illness is sort of separate in my mind from my family’s experience. So
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that being said, like yeah they're super, super supportive but [wife], I know there's a lot to say there. So
[wife] was originally treated it at an adult hospital. After they went through a first round of chemo and
surgery, and then came back, they were like well, this is beyond our capacity. so they referred her to the
children's hospital here in [city] because that's where most of the tumors are taken care of. And so we met
with I think he's one of the leading people on these tumors, Dr. [doctor] and he was phenomenal. like he
you, I think, was the right blend of a cerebral doctor who had done a lot of research in the field, as well as
like he had a very good bedside manner, one thing that that I think the very first time we met with him,
though that's when he dropped the fact that we have the crappy kind of tumor. Of humor that likely or even
heavier against us, then we thought, and that was kind of a blow that we weren't expecting to get in our first
meeting with him, he just said flat out like oh and, by the way, it's the head erogenous I think, variation
with the tumor and we're like oh that's something we had we had a chance to tell you, we would have said
please don’t.
So we have, but we were with him through all of the different kinds of treatments she went
through, I think. 10 different chemo regimens which is probably 20 years 25 different individual
chemotherapy drugs. Some of them were really brutal on her some of them were relatively painless. But
you know we'd go through a course and wait a couple weeks and get a scan and after that first year, all the
scans back with just like, a little bit of tumor residual cells or something, somewhere, usually in her lungs.
So in 2019 they tried like a really intensive stem cell replacement therapy, where they stimulate your stem
cells stem cells and extracted them harvested them or whatever. And then gave her a giant dose of chemo,
Which knocked her out and they reintroduced the stem cells back into her body, the idea being like that
that's supposed to be like the nuclear bomb it just wipes Everything and then reintroduce the stem cells so
she has like some modicum of immune system. because the chemo so strong it wiped out, it would have to
offer immunizations like every, every part of her physically. So she went through that nightmare and then
she got out of it came back from half I think she's in hospital for like six weeks when she came back to the
hospital, we had a brief time she's basically recovering still and planning our wedding. But then she got
another scan in June or July. And then we, in July of 2019, that’s when like, all the doctors filed in with
like the social worker and the nurse practitioner and that's what they said, like listen, this isn't going to go
anywhere. We did everything we could and the tumors are still growing. So that's when it officially I guess
became a terminal diagnosis. She still wanted to do some chemo because it is it the chemo at least slow
down the growth to give her some more time. And that was when the doctor said that another thing that, I
kind of wish he hadn’t, where he said that well, I asked him point blank is like what is what's this going to
look like, how does this go and he said, like she'll just get weaker and weaker and one day, essentially
won’t wake up. Which sounded I mean pretty brutal and miserable but he did say that it wouldn't be a
surprise like, we would know when her day was coming. So then fast forward to August, we do our
wedding, we have at least half of our honeymoon we come back early because she's feeling crappy. We go
back to the hospital she's put on some other chemo and then I think one or two doses in, the doctor is like
listen, this is not, again, this is not doing anything at this point. Like her, her lungs are filling with fluid
fairly regularly. Just really like every everything that could go wrong in a body was starting to go around.
And so When Monday, we were in the hospital supposed to get the chemo and he said listen we're not
gonna do any more chemo on Friday we'll set up an appointment for you to meet with palliative care folks.
And of course we were bummed to hear that I sort of moved up the timeline in our minds…
Then I’m glad that, I mean, I think I’m so glad that we didn’t go. There is a chance that she, she
certainly would have lived for a few more days. Maybe even a few more weeks. But ultimately, I, I don't
know… I don't know exactly when she died. Or how she died. I fell asleep at three and I will come to me,
and some, sometime in there… I think she, she had actually taken the oxygen off her face, maybe trying to
like, just trying something to relieve the threat of not being able to breathe. Yeah, so that’s one story. So we
never made it to palliative care. But at the same time, she still died in our home, right, and she sort of,
luckily both of her parents had come in from California. Her mom had been there for, been here for a few
weeks her dad sort of randomly flew in That day, though he was actually in LA when, when the doctor said
that they were going to refer [wife] to care. Of course, it didn't like, it to say goodbye like when when we
split up to their AirBnb and our apartment, we had no idea that was last time. But at least she get to see
them… So when she was first diagnosed, it was a it was shocked because you'd hadn't you feel a little spot
on her side that ended up being a good big tumor. And I didn't think it was anything she had no other
symptoms, you know, like, the classic symptoms that I would think of is like scary and potentially cancers,
like you're tired all the time, you're losing weight. And she had none of those things she should. We’d done
like a 30-mile hike the two days but we've done like, a pretty aggressive backpacking trip, I think, a week
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or two, maybe 10 days before she actually got that diagnosis. Which means that she's a super badass but
also really like no reasonable person things like oh this, person is backpacking trip has stage four cancer.
And so, that was a little bit of shock. I mean they went through everything like she went through the chemo
radiation and when was in remission so that was really joyful moment in time. We got engaged during that
that brief interlude between treatment plans. That was another joyful moment and then when the cancer
came back, it wasn’t a huge surprise right, because Stage 4, the stuff like, the thing, you never really care if
it’s gotten to the point where Stage 4 means. You know, kind of floating all around. And the best you can
hope for is it like holding it Bay for long enough to live in naturally long life. So we again we weren't
shocked when it came back just disappointed, I suppose, on, but the doctors, of course, had their plans and
we went through all the treatment regimens. Then, when they told us it was terminal and actually we didn't
just the moment when they when they are shuffled in and we knew this wasn't going to be good. Like that,
That was despair that was like well, The worst is going to happen. It was a I think on my side, it was like
fear for her but she and I had kind of different approaches to death…
…I'm also really grateful for the way that the last night went. I mean, of course, I wish, I wish that
we never had but, but knowing that she was going to go eventually like, to have me right by her side and to
have been able to see her parents and see a bunch of friends just the weekend before, I mean, it’d be hard to
design a better way to go. But for the fact from my, from for me, I wish that I had been able to, to be
awake, because I think I missed it by less than an hour. Because, like the skin that was like the skin that
was covered by clothes was still warm so it's like, it hadn’t been. And so I don't I don't know if there's a
word for that particular emotion, for like maybe a yearning for to know, like I wish that I had been able to
be there with her, at the same time I, I know that that's, that's a, like a very individual journey. And then I
do have some guilt like when she actually had her surgery. When we were just dealing with the very
beginning, I took a sort of volunteered for an exercise with the military that I may not have needed to do,
and one of my supervisors at the time and said, like this, no like you only get one chance to be there for
someone and, ultimately, it turned out not to be true. I can be there for her many, many but had I, of course,
had I known then how bad it was, I would have like, I would have spent every, especially for those big
events like surgeries and radiation, I was there for a lot of her chemo and I was there for all the end stuff,
but I wish I could go back in and be there for her surgery. I actually saw therapist for a couple of sessions,
just because I, I do have some feelings of guilt about Like the night that she that she did pass away like.
You second guess everything you did., right, that whole day and I don't I can't point to anything that I did
wrong or even would do different. if it's like when she when she looked at me and said, like i'm freaking
out I can’t breathe, there’s nothing I could do. Yeah, I guess, maybe guilty that I couldn’t, I couldn’t take
any of that suffering from her…
…So yeah, a lot of people reached out and since simply cards whatever, but the conversations that
actually helped were conversations with a couple of acquaintances of mine who had also lost their
significant others young. Like they were the only people, just it's not like nobody else understands and that
is definitely part of it, but it was so much more important to find someone who had been through it, like so
I didn't I didn't feel like I was all alone right. Like certainly it's, it’s not that common for, at least none of
my friends, my close friends had gone through something like this. So, to find people even in my like outer
circle of friends who had, who could relate like, just their existence was enough to make me feel a lot
better, you know? Yeah because, like my friends who have never been through grief at all like, there's,
there's nothing that they can say that we feel better that, of course, like I'm sorry for your loss, those types
of words are important and none of my friends said anything insensitive. You always hear about people
who encouraged or their friends to like move on or get over it. None of my friends have said things like that
which is another thing I'm grateful for. But. But yeah the conversations after, after she passed I, I really felt
completely lost and frightened like, still had my job, I still have like a great social network, but there is a
distinct feeling of fear, like what am I supposed to do now and it's even it's surprising because I knew it was
coming eventually. Like I hadn't thought like well I'm going to have a life after [wife] passes and then,
when it came, it was still like this visceral fear, anxiety about how like, how do I live in this world?... But
yeah the conversations with other people who lost their spouses or significant others really young that those
are the conversations that gave me a sense of bearing in the world…
I think my family, they're more sort of sensitive, no, more forgiving of me, I guess. I think we’ve
all had generally great relationships, but, but I think I’m the first one in the family to go through something
like this really, really difficult time and so our relationship has changed because it turns out, we can rely on
each other. And that’s nice. My relationship with [wife]’s family, so they are out in [state], and we were
together, you know, for a sum of [#] years, and I, so I honestly didn’t have a ton of interactions with her
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family. I'd met them a couple times but I’d met them, I think yeah, twice before we got engaged. And then
we did our courthouse wedding without them. And then went out for the big wedding so we didn't really
have a chance to establish a really strong, independent relationship and since [wife] passed we, I mean, we
talk often, but not every week. But I think we're at the same time, we're sort of united in our grief… I mean,
I think a parent's grief for a child is different than that from a spouse, but we’re mourning the same person,
so we do talk pretty regularly about of course, how much we miss her and things we remember about her. I
think for the big like not the anniversary dates, but the, the I was like the anniversary dates the big date on
the calendar, general that are related to [wife], in particular. So like, for her birthday which is near the end
of [month], I just for the last year, Like, let's get together with everyone on the call who knew her. And on
those days I don't really want anyone who didn't know [wife] around. They just they don't know they don't
know her so they, how can they help honor her remember her if they didn't know [wife] personally. But I'll
say it now that personally it's been kind of wild… I'm generally still the same person at my root. I am still
into the same hobbies sort of, on everything, all the things that have changed. I no longer have any faith in
there being a God out there, and maybe that’s a temporary thing, but my parents are very religious. And I
think it, it breaks their hearts to see me like, completely check out from, from the Catholic Church which
they’re a bit part of. For the same time, I they can't answer the questions that I have for them about like
well how could you know how, all of those things, yeah this happened, and especially the Catholic faith,
where there’s so many miracles that are tied to healing. Like well, if you believe that healing does take
place, that God does intervene for some people, then why not [wife]? And I'm stuck there. So the little, like
my opinions may have changed about some things and I think I'm more attuned to grief everywhere. But
the things that stayed the same, I still like music, I read books, like those things have stayed the same. I
don’t know, how much does anyone stay the same from year to year? Even if I hadn’t lost [wife], I think
we all kind of we evolve over time…
The very last conversation that we had if you call the conversation. We had turned out the lights, I
was laying on the mattress next door and she was here on the couch. And it sounded like she was shuffling
around I forget what prompted it, but I can reach over and grabbed her hand and I said, if you need
anything squeeze my hand twice. And so she squeezed my hand twice and I said Oh, what do you need?
And she was like oh never mind, I misinterpreted, and I said don't worry we're like we'll come up with a
better system, and then I turned over and went to bed. And so I of course I, I think I said I love you, but I,
you know I think a lot of people focus on the very last thing, whether we actually exchanged the exact
words I love you before she checked out, when I checked. I, I'm like, I'm pretty comfortable with the fact
that she knew. And, like the last, the last thing I did was still a gesture of love.
FUTURE BEREAVEMENT STORY EXAMPLE (PARTICIPANT 11)
Okay, um I don't know, I guess the whole story… what really always sticks out to me when I go to
talk about it again is just the, um, one, the level of time that I was putting forth. Just because that’s
obviously my experience with it. Um, of just looking back at it and being so grateful for my husband, who
was so helpful and never batted an eye. Never texted me and said, oh, these kids are driving me crazy and
never put any of it back on my shoulders. And I was able to leave the house, I was able to truly leave the
house. But um, so that sticks out a lot to me about that story. Just looking at that and being very grateful for
our marriage and our relationship. Um, and then, just the closeness that I was able to get from my mom.
Um, and that, I’m very grateful for that and I’m also grateful that because of both of those things, I no
longer, I don’t have any regrets. When she died, it wasn’t like, I wish we had, I wish we’d said, I really
should have, there’s none of that. And I think that that gives me a lot of peace. Um, it’s saying I did
everything I possibly could, and I did I gave everything I could. And I know my brother doesn't have that
peace from that, because of the way that he handled that situation. Um, and then overall, just, we’re
Christians and just seeing God throughout that process so many times. Because um, my mom, when she
needed to go to an attorney to get, you know, her affairs in order, as well as my grandparents because she
was caring for my grandparents, she got to the Attorney and found out that her, entire office, where she was
working at the time, had paid for the legal fees already. Or um, the way my church came around us and the
people there and supported me and supported my family and for, through the whole thing and afterwards.
And the prayers that we had, and just seeing God through all that, and just, my mom never lost her faith
either. Even knowing she was going to die, knew that she went through hell with chemo and radiation and a
lot of that. And just laying in her room, I remember with her, she was alone. So she would spend her days
in pain, laying alone in her room. But she was listening to meditations and Christian things because that
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would give her comfort in knowing. And so, seeing God through all of that, and being able to look at it and
say that this was a horrible situation, and this was terrible and I would never obviously wish this on anyone.
But through it all, I was able to see the hand of God so clearly. And I don't know if that's just my
perspective, because that's what I was looking for. I mean there was times, it was just so dark that I'm like,
I'm going to look for the good, and I found it. When I did, when I looked for what God was doing, it was so
obvious. And so I think the whole story was, you know, one, I don't want to end up being as fiercely
independent as my mother. I don't want to push everyone away. Because I'm like, I don't ever want to be in
that situation where I'm alone like that. And um, I guess, it was just a big learning experience all around for
all of us. Um, for my children, I hope they saw the way that I treated her and that they will learn from that
as they grow. And I don’t know. It’s a lot of disjointed thoughts that’s not a nice flowy story like you were
probably hoping, and I realize that… And I knew from day one that, I had resigned myself, and I don’t
know if it was God just trying to prepare me, if it’s just the way my brain works, I don’t know. But I had
resigned myself from day one. My mom is just going to die, now we have to figure out when and what that
looks like. And so I kind of jumped into, I read a book about near-death experiences, and what it, it was
written by um, a couple of hospice nurses and it talked about dying and what does dying look like for
people. Um, because I’m very much a planner, I’m Type A. I want to know what it’s gonna look like and
what we’re gonna do and what we’re gonna do if that doesn’t work out, and then that’s fine. You know?
But I learned very quickly over the last two years that God has put me in situations over and over again
where I can’t control it all. And that’s, he’s working on that with me, because you can’t predict what death
is going to look like. Even, I read a lot of um, like on Reddit, I went onto the cancer groups and I wanted to
read the nitty-gritty, like, no, no. Tell me what it looks like when someone is that sick. Tell me what it
looks like when I watch someone die. When, what are the signs of her actively dying? What are we, I need
to be prepared all the way as much as I can through that process…
…And then, since then, there has been um… I guess just, I tried to process, I wanted to understand
then, what was Heaven like? You know, if this is my belief and I believe that she has now gone onto a
better place, and I firmly believe that in my whole heart. That yeah, she has gone to a place where I can
genuinely say she’s not suffering anymore, she’s not sick anymore, she’s finally going to be truly happy.
Um, she was very rarely, never truly happy. I truly believe that my mom had depression. And so to say, to
picture her in those moments when she was truly happy, that’s what will like bring me to tears, is believing
my mom is now in eternal paradise, and is living still. And is still here in that sense, of her physical body
may have passed on but I believe that she is, is in a better place, as we’ll say. Um, I wanted to understand
what that was and what that looked like. And, what could she possibly be experiencing in that sense? And
so I was reading books and looking at Scripture, and trying to understand that, and that gave me a lot of
comfort. And um, that reassurance that I’ll see her again and when I do, it’ll be great. And, you know, and
so that was helpful, I think in the grieving process. And then it’ll still just occasionally hit me at times,
where I’ll be driving, I’ll hear her voice, I still have voicemails from her. I can, if I make it real, I felt like
for a long time it was right at the surface, but my surface there is a lot of other crap. Like, I don’t have time,
I don’t have the luxury to break down and be sad for a week. Like, that’s, I just don’t have time for that.
That’s why I say sometimes, I wonder if I fully processed it, or if life is gonna get quiet sometime when my
kids get older and then it’s gonna hit me? I don't know. Because even throughout, before she passed, I said
what's the point in crying now? I'm gonna cry the rest of my life, like, I have my grandparents, my
grandmothers will still talk about their mothers and cry. And I'm like, you're 91. Okay, you still will talk
about your mom and you'll still get upset. I don't need to rush into feeling upset, just for the sake of feeling
upset like, I have to, I have to push through right now. I don't have a choice. And there's been a big part of
that, I think, as well. It's tough. I guess, in one sense, been a piece in my home of um, to some degree,
because I feel like a lot of my practical time that was spent caring for my mother has now shifted into
caring for my grandmother. Um, because my mom was doing that. And so, I’ve replaced that, but it’s a lot
more manageable. It’s not a daily thing, it’s not at the same level. So, that’s been a relief but there’s also a
lot of things that again, are right at the surface, of… kind of back up. My mom has three other siblings, or
had I guess, three other siblings. Two of which live in the area, one who lives in Oregon. Um, all of them, I
don’t know what contributed to the nature of their relationship, they’re all very that independent, I do it on
my own. And so they weren’t very like, this is my brother. That like, familial relationship of, this is my
brother, I’ll always stand by him. I’ll always stand by my sister. Um, but they weren’t close in the
traditional sense that they would share emotions or talk about what was going on in each others’ lives or
anything like that. But so when my mom got sick, the brothers who were here, um, one was in jail at the
time, and the other was also battling his own health issues, so they would talk as much as they could. And
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when they came to see her, more towards when she was dying, they would show up to come see her and,
but the one is, I think has health mental health issues on some level or addiction issues, I don't know what
contributes to it…
I don't see a negative impact, I see only positive that came from all of that, because it really
reaffirmed my relationship with my husband and who he is. And the kind of person he is. And I look at it
as, like, for our marriage, it was a big, I guess you would say it was a big test in our marriage, but it didn’t
feel difficult. We just went into that season and we left that season. And that gave me a lot of confidence in
our marriage, because I look at that as one of the hardest times, practically, like, looking back at it in a
practical sense, of, yeah, that should have been really hard. Or, that was really tough. Or, that could have
caused a lot of tensions between us, and it didn’t. And just feeling a lot of relief and grace in that. Or just,
joy in that, that that didn’t really, you know, shake our marriage. Or our kids didn’t suffer because they
were home already, they were home with me, they saw a lot of that process. And… I don’t feel like I
dropped the ball with them in a lot of ways. Like, sure, we didn’t do school a lot of times in the same way
we would have um, or you know, maybe they missed out on learning the state capitals or something like
that. But, we were all together and they weren’t missing some event at school because I couldn’t take them.
Or this or that. Like, we just, as a whole were kind of able to continue with life. And I appreciate that a lot
and looking at that in our family and just seeing that um, we, we’ve… like I said, my marriage was solid,
my kids are solid. Like, what I have control over, what I have an influence over, is good. And remained
good. And I was able to see, like I said before, God so clearly… it’s put me in a position, it’s changed who
I am, and it’s changed my circle. I know who to trust. And I’ve seen who will really be there for me when I
need it. And seeing that through my church, and the people like, who came forward and within 4 hours of
being dead, I had a fridge full of food. And I had people who came to her funeral that, like, I might not
have even spoken to that much but they came because they wanted to support me. Or, they were praying for
me for the whole year, or offering me advice and pointing me in the right direction. And so I was able to
very clearly see who I could lean on, who I could trust, who was a safe person, who wasn't. And so, for
that, that's an experience that obviously now I'll take that with me forever, and so very grateful to have had
that. And then, once we started hospice, um, I, just the whole thing, the process itself was a heavy process,
obviously. But, it gave me going forward, a better understanding of things, I think now, because I have
friends who’ve had family members who've been sick, to be able to say, like no, I know exactly what you're
going through. And to look back at all the people who told me that before, who said, I went through the
same thing with my dad. I went through the same thing with my mom. And understanding, that depth of
what they were saying now, in a way, that I couldn't then. Having never experienced that and looking back
now and all the people who said, like, this is, what you're explaining is exactly what we went through with
my dad, mom, cousin, whatever. And the way that they wanted to help me, I dismissed it as, that’d be nice
and they're just good people, and they're just being kind. Now I look at it and I’m like, no. I just had a
friend, a girl I went to high school with, who I was not even really friends with we're just friends on
Facebook, but her mom and dad are both going through, well, her mom just passed away, but both kind of
got cancer at the same time. And she was caring for them. And I'm like, no, I know exactly what you're
going through, you have young children, let me help you. And I brought her dinner and I've sent money and
things like that. But I'm like, I want to do anything I possibly can, because I know exactly what you're
going through. And so I'm thankful for that experience, to be able to now extend what people did to me in
my own way. And so it’s, it’s, it’s, the whole hospice and the whole like, her dying and watching her die,
and all of that, like, I'm grateful that I was there. To, even if, like I said it's part of that controlling nature of
me to want to have been able to see it and to be able to have a hand in it, and to be able to understand, I'm
just very grateful for it…
…And I’ve tried to check in with my kids here and there, and again, I think just based on the
nature of their relationship with my mom, it's not all that, I checked in, and like made sure, like do you ever
miss Grandma? And they’re like, no. And I told them that’s okay, however you feel is fine. You don’t have
to miss her, if you feel like crying about her tomorrow, and then you want to forget about her the next day.
That’s your process, I don’t care. I’m not offended by that. And so, I don’t know, I don’t know. I don’t
think that there’s been a lot of like, intentional processing. It’s just been as things come, dealing with it
there. And like I said, my church and friends from church and that family have always been there. And I
think that that’s been a big part, is just having their prayers and their support. Um, and knowing it’s there.
And they’ve helped me a lot practically, um, reaching out now that mom’s gone, how do I do this for
grandma? Who can help me, who’s dealt with Alzheimer’s, who’s dealt with this? Because I went from
kind of one, in a sense, crisis, with my mom, immediately into dealing with my grandma. So, there’s not
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time to like, I said, pause and cope or grieve or feel things. It’s just, keep going and so… They've made it I
feel like, they've made it possible. They made it so that my life didn't in a lot of ways, it didn't skip a beat.
And in that, like practically and logically looking at things, I'm like, I lost my mother, like I was [#] years
old, or whatever. And I lost my mom, and she didn't get to meet my last baby and things like that, I look at
that I'm like other people say and that they're grieving that. Or knowing that like, my youngest son probably
won't really, he was you know, two or three at the time she, three at the time she died. He's not going to
really remember her all that much, and knowing that, but that doesn't bother me. There's this part of it that
I'm just like, this is a fact. It's just a fact that my youngest never met Grandma, and I've had her friends
reach out to me and say like oh, your mom is looking down and I'm sure she's so proud. And I'm like, I
don't believe that. I, I one, I know my mother, she would have been pissed that I had another kid. Then she
would have come around and she would have been sweet and would have loved the baby, absolutely. But I
also, I don't handle platitudes well, I don't handle that well. So when people say that stuff to me, I'm just,
I'm immediately dismissive. I want facts, and I want it based in truth, and for me, that is biblical truth as
well. And so, there’s been a lot of people that have tried to reach out with those things and I’ve had to fight
my own cynicism of, let’s be nice, they’re being kind, they’re being friendly. Don’t start debating theology
with them, like, let’s just move on. Um, but I just, I have been grateful. We’ve had a really good support
system and, that have, like I said, allowed me to kind of just continue and not miss a beat. And I’ve been
very grateful for that. And um, yeah…
And also, I would really encourage people to make their needs known, and that’s me being a
hypocrite through and through. Because I will never do it, I never will, unless, I won’t do it. I literally, I’m
normally at the point, as my mom will say it, unless my arm is cut off, I probably still would want, I would
be apologizing for bleeding on the rug. Like, that’s just, how I am. But, when I have been forced to or I
have accepted help, it’s been such a blessing. And now that I’m in the situation of having gone through this
and seen how desperately I truly want to help people. I’m like, no, no. Please, let me bring you dinner
because I know the guilt that it would alleviate that your kids are eating a real meal and not chicken
nuggets. Like, let me take something off your plate. And I didn’t let many people do that. And so, I kind of
would encourage people to do that. Please. When people offer, and people told me that. They’re like, if
someone offers help, take it. They really mean it. Well no, I really want to help you! What can I do? Yeah,
I’m gonna ignore it. Um, but I would encourage other people and I would become one of those voices, and
I would also just try and do it all over, you know, don’t ask what you can do, just do it. I’m trying to be
better at that myself, but again, I don’t want to inconvenience somebody if they don’t want me to do it. But
I would try and do that more, of just doing. And you know, in ways that aren’t inconveniencing. So,
sending a gift card, getting a card in the mail for $5 or $10 gift card, saying just thinking about you.
Grabbing a treat on the way to the hospital. Things like that that I got from people at church and I’m like,
oh, okay. So, accept help when it’s offered. Just smile and say thank you, are things that I think I would
take from it.
PAST/PRESENT/FUTURE STORY EXAMPLE (PARTICIPANT 15)
I would say, when I think about my brother and who was there, he had a lot of, my brother was
someone who was always very, very open hearted and caring. He had a lot of people who he called friends.
And so he had the community, a lot of Members of the Community who he could call and a lot of people
who rallied around him a lot of people who came and showed love and who showed support or I would say,
at least in the earlier stages of us finding out about his, his illness, you know a lot of people really came out
and he showed love and they showed a lot of support in a way that he has always shown up for a lot of
people right, and so I was able to see people in many ways reciprocate that. It was always a concern for me,
the way in which he was just so easily open to people and very forgiving of people because I'm like, I don’t
know, my concern is that you’ll get hurt or that you, you’re so open right, that people will just kind of like,
run over you or take it for granted. And that's, that's just the kind of person that he's always been but also
say that, in addition to the Community and just the people he knew. Family, so my mom you know, has
she's always been our biggest hero, supporter everything that we do she's like the first one there and
sometimes I wonder I'm like, oh gosh, I'd hate for us to do some something that's bad I think she'll be there,
surely must still like it. I don't even want to put it to that says, but she's just that much of a fan right above
that she's just there cheering us on right and whatever we do um. So you know she, she definitely has been
there every step of the way. In some ways it's a difficult question, you know that you asked, because you
know when I think about it, I think about the people who you think about, the people who you expect to be
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there, right? And, and the different roles you expect them to play. But I also think about the people who
didn't show up, and the people who didn't live up to their roles in that in the moments when they should
have or when they could have. Right, and so I think about my dad, or our dad, I think about like our
grandmother. I think about you know aunts, uncles, cousins. Yeah right, very close family members who
had made verbal commitments of I will be there, I will support, I could assist in this way. Right, but when it
was time to serve right when the need was there, who didn't show up who couldn't make it right who had a
reason as to why they couldn't step in and assist yeah right and so those who are very quick to speak but
who left a lot of empty promises…
I was you know back at the university pursuing my degree, no one had communicated anything to
me and so you know, come February, I had received a call and the call that I received was from the doctor.
And the call basically communicated to me that I needed to come home, right, because I had some
important decisions that I needed to make in regards to our brothers care. Because he had listed me as his
power of attorney, right. And so you can imagine, I’m leaving class and completely confused because I'm
receiving a call from the doctor saying I need to come home because my oldest brother who I'm under the
impression is perfectly healthy, is now I needed to come because I'm, as part of returning, because
obviously something detrimental right is happening. And so now I’m going home to figure out what's going
on, only to get there, the week before my mother's birthday, to find out that he has two weeks to, two
months to live, because he is experiencing some heart failure right, and that he has some fluids, that are
building up in his body… So I was very shocked for many different reasons that no one had communicated
to me that there had been prior doctor visits, were there were discussions about her failure, and then the
heart not operating at the percent that percentage is that it should have been. Right right, and that
discussions, whether it had been directly to my brother or discussions amongst between the doctors and my
mother or whoever else that's as a family, they decided that it was best for me not to now to focus on my
education and not be made aware of what was going on, Right. And you know, part of me, I still struggle
with well, I think they wanted the I think the intent was good right I think they intentionally, I think they
meant well in there. But yet and still, how might I have invested my time differently or what decisions
might I, might have made differently, had I known that were the case. And how am I have spend my time
differently with my brother, had I known that this were the case, and what other options, could I have
researched or looked into, or even explored, if I knew that this were the case for him right. And so, these
were scenarios and situations that I didn't have a liberty or wasn't given the option to explore, because I was
locked out of that communication. And so, you know, it's that's something that I'm still, in many ways, I
grapple with, you know? Yeah, and so that happened, but I will say when I found out, When it happened,
you know, for me, it was a priority for me to be very strong. You know, and to be an example and we come
from a very Christian household. My mother has always been a woman of faith and belief right, in
believing in, In that anything's possible, right, as long as you believe that God can do it. And so, That that,
for me, was an opportunity to exercise that faith and to trust that my brother was going to be the strongest
that he can be, right. That the, his heart was going to be operating again at the percentile that it needed for
him to survive right.
And then I needed to make sure that no matter what happened that he was going to experience his
happiest of days, and so I needed to make sure that whenever I saw him that I had a smile on right, that I
was always present that I had my best personality on right and so you know, for me that was always my
utmost priority, is to be that for him… So I remember driving back to, going back to school and what I
ended up doing was I would drive back every weekend. So I’d go I go to [school], I had class Monday or
Wednesday every Thursday I drove back to [city] and stay, I’d drive back on Sunday every, every
Wednesday night, drive back to Milwaukee right, and I was doing this every weekend right... Just, I spent
the time necessary right with my brother, to make sure that he was okay right. To ensure that you know, I
was saying, after him. But in between time, he would call me and he would sit and he would, he would say,
you know, I called dad. You know, and he’d tell me that that I needed I need a shower but dad didn't show
up. You know I told that that I wanted to see him today, but he didn't he didn't come through for me to see
him. I called grandma you know but, you know, grandma didn't show up today right, and so it was very
hurtful for me that the people who he just really looked up to right, that people who he when he was able
body would just go drive over and see and visit and sit hours with, right, that they did not, that they can’t do
that in return, right? That they weren’t willing to take the time out of their day To go and spend time with
him. And what made it even more complicated in in many ways for me discussing it, some of the family
members who are even getting compensated to be his caretaker, were not showing up to fulfill their
responsibilities.
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In a way that it created a lot of work and overworked my mother to stand in the gap. yeah. She
wasn't receiving, wasn’t getting any sleep, very tired, very overworked, exhausted. You can see the bags on
her eyes and it denied her the opportunity to just sit there and be mom because she was constantly in the
role of worker. Where she was obviously tired, but afraid to say so, or afraid to admit it right, right. And
what that can mean to say that I am tired right, of just working, of serving my son, I'm tired. How horrible
that you know, that sounds but she couldn't, yeah because this is, you know it's her son and he needs her.
And so it created a situation where I couldn't study, you know, I couldn't be fully focused I needed to be
here, and so I came back. And I put my, my studies aside and I helped out and I got and I got my hands
dirty and I cooked and I cleaned and I served, and I did what I needed to do and I roll my sleeves up and I.
She and I, we were a team, we were a duo. Right and we saw after him and we made sure that he had the
best care that he could receive and we made sure that his wishes were honored... And so, what his death
and dying experience did for me is, it demonstrated how deep it went because when I got the call, and when
I found out that like, I was his like power of attorney or his designated person, yeah, I was like, oh my
gosh. The fact that you would trust me in this capacity, and that you would put me in this capacity, when
you have a mother and a father who's surviving right, very deserving Of this right. That you would choose
your little brother Of like, what did I do to deserve this right? And so, in many ways, it was an honor and,
in some ways, pressure and burdensome for lack of better words… [it] was challenging because it
demonstrated to me his love for me. But I think in turn, I don't know what that communicated to my
parents. And I think they struggled with his decision. I think they struggled with it a little bit, and why not
us right maybe for the both of them, why not me right…
After a few weeks of being in that position, I realized that it was too much for me to bear, it was
just too much for me to take on. Yeah and I voluntarily had given up my position. And I think in some
ways, I still for procedural paperwork perspective help my position, but I, I was mom, what do you, what
do you want to do, right? Understand, what decision are we making today right, mom, you kind of make
the calls here and I deferred to her, right? More so than my father, because she was far more present in our
lives than he was. And even, even in that case, I still question whether or not I should have involved him
more, because I know that my brother looked up to my father, in a very big way and had a very high esteem
for him In a way, that I didn't, in a way that I don't. So yeah and how my own bias and assessment and
judgment of him may not have been in the best interest of his wishes. So I think I think pretty much gave
you the story behind it, I will what I will add is, that it's interesting when talking about death and dying.
And, and I don't know if this is this I don't know if this is specific to black families at all. But we, with him,
I can, we didn't really talk. Like they're there just wasn't a lot of talk. About the experience after it all
happened. In fact this is the first time that I’ve really talked about the situation or my, or just even recalled
or reflected on the experience like, since my brother’s passing. And like, his burial. I feel that my mother it
to some extent has tried to foster have some sort of conversation about it, from a support perspective to me,
right? But I don’t know that we’ve had conversations in terms of just the, the mishaps in the
communication, right or the lack of support. Right or how we could have shown up better as a family unit,
right, to be there for one another. Yeah, and even up until, when I think about the planning and the
arranging of my brother’s homecoming service, there wasn’t no family right, who took part in arranging
that. Like I sat at the dining room table with my mother and we called the funeral services home, and they
set up a table with us to arrange everything. But, when it came to making sure that we found him something
to wear on that day, I went to the store and I found something to wear, I’d written the obituary for, for the
day, I went and viewed the body to make sure that he was prepared, you know alone by myself, because my
mother just wasn't in a place to be able to do that. I made sure you know, I had to make sure that the order
of service flowed like it, I just felt like I was alone in that whole experience, right. And I struggled to
understand how right our family so huge right, these are people who he would have shown up for what
about but have done all these things for right. They love, I love you to pieces right, is what they would tell
him, I’d do anything right, let me know what you need if you need anything, I'm and when he died, and he
needed them most they were not there. And so that to me was very it was very eye opening and what I will
say is that it has it's opened my eyes. And it's question even how I have come to understand, family and
what family means to me from a support perspective. And its it's also causing separation, and it’s caused
me to separate from my family in many different ways. But I think I, I perceive it to be for the best.
I would say that it has been, it's been, it's different because you know it's it seems like it was
yesterday but it also seems so long ago at the same time. I can't believe that we’re going on a, two years
almost, and I'm still struggling to make sense of what it means to be this only like the only surviving kid.
And for me, now, having two deceased brothers, I struggle because I'm always thinking about you know,
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my life expectancy, for one. Main concerns in that area and that, me, constantly having to prioritize and
feeling triggered out of anything. Like if I, if I bumped the toe right or if I feel like if if I have a headache
oh my God what's happening to me? Right, am I going to die right, and so I have this extra layer of stress
and pressure, just because you know I've experienced two deaths of my siblings um, but I also have the
heightened pressure of, I can’t allow my mom to lose another son. I’m the last one that she has right, and so
there there's this, there's this pressure that I feel in the decisions that I make on a day to day to keep myself
grounded and healthy and well, that, and that are in some ways stressful… I can't give myself a break
myself in the process, so I take it one day at a time. And as one of my professors tells me, is that if thinking
for a day is too much, you think for the 10 minutes, and if thinking for 10 minutes is too much, you know
you think for the next minute or 30 seconds. So I'm thinking as far as I can handle it…
I’d want to be able to say that more folks are going to the doctor, more folks are getting heart
screenings and they’re you know, more mindful, cautious of their health right. Right, they’re working out,
they’re going to the gym, they are you know, I want to say all these beautiful, these great things you know,
that are happening. I don't know that that's happening today, folks aren't, if it's happening, folks aren't really
talking about it, and I think it really speaks to the silencing on when it comes to health topics right and the
Black family. When it comes to talking about these important issues right we don't talk about it enough it's,
we have to start talking about it. And we have to get over right the stigma right of being able to grapple
with these important these important issues, these important discussions, because these are these are very
critical, critical topics that are destroying our community one life at a time right and sometimes in droves.
And it’s, you know I think we as a community have to be more proactive and stop making excuses for what
we can do. Now, that's going to be more impactful for the long haul you know. I have had conversations
with friends and colleagues right about making better health options. You know, for instance, I can tell you
about some of the things that I’m doing as an individual. You know, I, I’m going to a health food store so
I'm shopping at whole foods, you know I'm buying more fruits, you know more vegetables. I'm educating
myself on when to eat fruits when to eat vegetables, when not to blend the two types of fruits and the types
of vegetables that I should be. The types of herbs right, that I shouldn't be putting into my body um you
know I am learning to not consume as much meat, like, in my diet right? On detoxing and so like, I'm
understanding the importance of like a heart healthy diet. Right, I’m also getting my routine checkups I'm
also getting you know once my dental appointments my eye checkups right and realizing that it's not so
much just about one part of the health but like, the whole body, right? And making sure the whole body is
healthy and so, taking a more of a holistic approach. So, like that's super important to me, but then also
realize that a large part of our health is what you put into the body and that sometimes you may pay more
right for what you put in… You know I am taking very proactive actions like I went to the doctor
Tuesday… living healthy, looking good. And just being just very mindful right of myself and listening to
my body right is super important. And so, yeah, yeah.
I remember him saying okay, I'm going to admit myself or basically, I want to go to a facility on
Friday I remember him saying that it was like in the middle of the week. they're like no, you need to today.
So I remember having that conversation and having the conversation with some of the nurses, and so I
remember I'm sitting into the facility, it was that weekend that I was going on my trip. And so I still was on
the trip when he went to the facility. I had gotten a call when I have boarded the plane that they thought he
was going to pass that day, I was going to the plane at that moment. I was like, I’m not going, like I’m not,
I cannot, I can’t go on this trip. And so, I remember him saying well, no matter what go go go, and so my
mom reminded me she's like he told you. Right, he needs to go like so go, so I ended up going on this trip,
and it was for a week. So I'm going to [country]… I went and came back and he was still here. He was still
here, and so, when I came back, I went to the hospice facility right away… When I had last seen I'm at
home and he was saying he needs to go to the facility. He was still eating and drinking and moving around
and he was still able to like watch TV and play this video games in bed sort, I'm in talking, he had found
out that he hadn't talked, that he wasn't able to eat. He wasn't able to drink that he had an open up his eyes
and he was basically like in a coma state for the entire week that I was in [country]. That is basically what I
found out but I didn't find that out the day that I got back, I found out that the after. So I got back from my
trip and you know, I told my mom, I said okay I'm gonna, I'm ready to go to the facility because I've
already seen my brother. Like I got I brought some gifts back, I'm excited to see him got some trinkets and
things. So I brought him some stuff back for him to play with and see and where and things of that sort, so
we go to the facility, we go into the room. And I say, I'm here right. It is it's up in he opens his eyes and he's
like so excited to see me and he's like talking like he's calling my name things of that sort and we're just and
he's a super just excited seeing, but I can tell he's looking kind of tired, but he's just, just super excited to
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see me and like moving around… Well, we had spent time together we had talked and he's like, talking to
me, trying to tell me something, but I couldn't quite make out what he was saying. I'm like well, you're
sleepy right now. I don't know, maybe they give you some medicine not sure what's going on but just relax
right now. And he started trying to talk, he’s talking or whatever, so I told him to relax and get some sleep.
And he stays there for a few hours, and I end up dozing off, so I leave and let him rest for the night because
I was going to say that I, and I come back the next day and he's not responding at all the next day. He’s just
asleep, the entire time. Well, I found out from the nurse that because she, we, she and I talked and I said
well, yesterday he was up, he was talking well and everything. She’s like no, he wasn’t. He's been, he
hasn't responded, hasn’t been able to talk, drink, open his eyes, anything since he's been here. There's no
way you talked to him, there's no way he sat up, there's no like way he talked. Like yep, right mom? Like
yeah he did, he, I know, I know he's been out, but he did it for his brother. He says this might have been
one of those one were situations where he gave you his last. Yeah, and that was the next day, the day he
passed. So he hung in there to see me…
Um, I will also say that I was very transparent with my brother, when I found when I found out or
when we found out that he could possibly pass, and I like I need you to communicate like to me what your
wishes are. And my brother is very he's a he, like he, like he likes games, he likes basketball, he's a very
like, he's an adult but, like you know you have those adults they're very light kid-ish, like they just have,
like it’s hard for them to be serious, sometimes right? And so it’s, it’s hard for me, serious and you know
this is a conversation where like, I just need you to be serious, and like I need to know what your wishes
are and we did have a conversation and You know, he did he did tell me that he trusted you know, whatever
my decision was. Right, I think I remember him saying that he wanted to be like resuscitated if possible
um, but I also remember asking him if he was scared of the situation. And he said that he said yes, I am,
and I said well that's what are what specifically are you scared of? And this is where I'm thankful to be a
researcher, in a sense, because I want the specifics. And so, what specifically are you scared of? And he
said, he said, I'm not so much scared of death or dying as I am, he said, I’m scared of leaving you here by
yourself or leaving you here. Right? And for me that again spoke volumes, to me, and it, let me know the
level of love and care and the depth right of that love and care that he has for me that I did not know existed
until that death and dying experience. That in a moment right, where he has learned that his life could be
ending within a two month span, his biggest fear and concern is, what’s his little brother to do without him?
And that was huge.
I'll speak for me and my mother. So I know that my mom is very because she’s very deep in her
faith um, so she’s drawn very close in near to her religious community. She’s been in a number of different
Bible-based workshops and I believe they call small groups that she’s closely connected to, and she’s able
to rely on them individually for as a support system. She and I talk, you know, we, we don’t talk in depth,
but we share memories of him from time to time. And I think it's a little difficult for us to talk, because I
think I'm too busy trying to be strong for her, and she's too busy trying to be strong, for me, in a way, they
foster silence apart. Yeah and I think that when communication happens, it happens within the silos of our
support groups and not amongst each other. And so um, she turns to her religious community as well as
close friends. And then for me, I engage in a lot of journaling. I engage in Mindful meditation, I engage in
just a lot of self-reflection and for the most part, I keep myself busy. And so I find that by keeping myself
busy, I don't have to focus or think about it. And that's not necessarily the healthiest way or the best way to
cope or deal with things, but I find that that tends to work for me. Um, at least until I'm able to address it
head on, I just you know I just wonder how long do I want to let it kind of muster before I deal with it. But
I am currently in the process of seeking out culturally competent healthcare or mental health care services
and making sure that that individual kind of understands me from a racial-ethnic background perspective
and has the training and resources to be able to support me in the way it needs to be supported. So I am
currently looking into that, right? Certainly, on culturally competent services, I say culturally competent on
because you know when it happened, I did seek out services at the University at the time. And I remember
going in, just kind of explaining where I was and how I was processing everything and just feeling the
heavy weight of it all, and I remember the counselor at the University saying certain things that were quite
triggering for me in essence of, the counselor, her words were, you seem like happier, relieved that your
brother is gone. This doesn't seem to be something that that bothers you because you're not, you're not
crying about it, or I don't, I don't see you showing too much emotion about it. And so, I'm wondering if
you, if this is something that really saddens you sort of really questioning my emotions around the
situation, yeah. I’m, in a way, that made me deeply uncomfortable and I just stopped engaging, ever going
to counseling… if there was anything that I could change, it would be to be more, more present. I would
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have liked to have known sooner than I did. I felt that the time spent at least on my part was so short, it was
so soon. Um, I would have, I think I would have been more involved, from a communication perspective
and question just the motives and the intent of the family members. And really just trying to figure out
where their mindsets were and why they weren't more active and making sure that he had the level of
involvement that he desired to have from them. Yeah, and making sure they were present during those final
stages. And just making sure that he felt loved and supported to the ultimate. I mean, and also making sure
that this, the staff right, the hospice staff and everyone really understood him and what his needs were,
right? And that his personality, right, that they understood him as a person, right? And that they were able
to be accommodating to what his needs were, yeah...
I just think it's important to share these experiences more and I'm so thankful that, and one of the
reasons why I wanted to share this experience is I don’t, I don’t think there’s enough scholarship right, that
kind of reports on the depth of experience and the experiences of family members during death and dying
and I also don't think that there is enough, specifically when it talks about on the experiences of black
families. And what that is like, from a communication perspective. And so, I think there’s a huge gap right,
from a research perspective, and I’m hoping that, I just want to you know, my family’s experience to be
really represented in your work. And I’m hoping that more families from all diverse backgrounds will be
represented in your work and that we can continue to build on this important body of work.

